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DEVELOPMENTAL DISABILITIES ACT AMENDMENTS , 

OF 1978 

TUESDAY, APBIL 4, 1978 

. . JI^TBS OF REPBESENTATlVJSfl, 

SUBCOHMCPrEE OK HeAUTH AND THE ENVIRONMENT, 

QttcitfrTEE ON Interstate and Foreign Commerce, 
• ^ > f _ Washington, B.C. 

The rab«)inmittee met, pursuant to notice, at 10 a.m., in room 2322, 
Raybuni House Office BuH^jm, Hpn. Paul G. Rogers, chairman, 
presidiiig. 

Mr ESjers. The subconumttee welcome to order please^ ' V 
Today we open hearings on le^slation to extdid and amend the 
program for the developmentally dfsabled. Some 10 milhon of our 
citizens suffer from disabilities incurred during the developmental 
years. Foritt least 2 million of these individuals, their handicap is a 
QQvere one 

'</Altte)u^ they ofteTT^mre and can benefit from support aaid 
abmojte from many existing education, medical and service proCTams, 
toi#;^^-the needs of the developmentally disabled are overlooked 
•or.iiiiadequately addressed. * /T^• i a ♦ 

Th«i 'ptogram established by the Developmental Disabilities Act 
was d&igned to provide funds to support activities at the State level 
to identi?v persons Vneed and to develop plans for serving the devel- 
opmentally disabledVpulation, as well as to provide moneys to de- 
velop model programs, to gain access to existing programs which can 
pro^de services and to fill the gaps between those programs so th|,t 
the developmentally disabled can be effectively- served, . ^ 

One important effect of this program has been to enlist a number 
of advocates and interested persons who are willing to work dili- 
genUy in the States to make the needs of the developmentally disabled 
" actually Imown and a source of concern, ' .,i u„ 

As we address extension of this legislation this ves*, we will be 
particularly interested in receiving the advice and counsdl of our 
many witnesses on two particular issues: whether a change in the 
definition of what constitutes a developmental disability should be 
made and whether the particular need^ of the developmentally dis- 
abled continue to require the focus of afcrogram designe^ particularly 
for them;rather than for all severely di^bW pereons. , 

Yft^ certaiifly welcome the witnesses today, Dr. Carter, do you have 

a statement too? • ' 

. Mr. Cakfeb. Thank you, Mr^Chairman, 

^ (1) 

r ' L • ■ ■ 



I am pleased to join you and other subcommittee members in hold- 
ing these hearings on amendmtots to the developmental disabilities 

^'^^^purpose of thi^ programl^to improve and coordinate the pro; 
'vision of services to persons with developmental disabilities, who are 
persons with si^ificant handicaps which impair their ability to fitnc- 
ti»n normally in society. Frequently we find that these individuals 
fall thrpugh the cracks of various ^programs which could help serve 

their ri^»4,S. ' • . • i*, 

* In other instances the necessary programs or services are simply 
not available. Some of the people who fall through the cracks over 
the years have been dysl^tics. i i • « 

' Mr. Chairman, as we recall, in the 93d Congress the wprd "dyslexia 
was included in the definition of developnientally disabled. I am in- 
terested to see what steps this particular department has made m 
covering dyslectic children. As you know, Mr. d^aimian, the dyslec- 
tics have difficulty in learning to read and as a result^ as children, 
they become frustrated and many of them drop out of school. 

Later they often\opme into conflict with the law^ Approximately 
10 percent of our prison population at the present time is cofm)Osed 
of dyslectics. This is an area* to which we have not ^^iven sufficient 
emphasis and I hope, Mr. Chairman, in this le^rislation we will give 
further ocnsideration and backing to the care a^d training, particu- 
larly training, of the dy sleet ics. 

Thank you, Mr. Chairman. 

Mr. Rogers. Mr. Ottin^er. 

Mr. OrriNGER. Mr. Chairman, I too share ryour interest and l^r. 
Carters interest in this pro^^fam. I am somewhat concerned as to the 
limitations of definitions ^f those people who are included, particu- 
larly the age limit of 22. I understand that cerebral palsy and other 
debilitating diseases can make themsol4;es( known to people after that 
age cutoff and still present the same kind of problems to the indi- 
vidual. , 1 J U* 1 

The other problem is the definition apparently excludes multiple 
sclerosis and a number of othei^ .diseases that do cause the same* 
problems to individuals as those that are covered. ^ . a 

I therefore, think we should either consider broadening the dehni- 
tion or consider the legislation that has been introduced an the Senate 
by Senator Randolph which w^uld .eliminate this program and in 
effect have a much broader coverage and also much larger sums 
involved. 

i With^oTS^^^ of H.R. 117647 H.R. 278, H.R. 2151, 

and H.R. 10059 will be printed at this point in the record; 
[Testimony resumes on p. 44.] n 
[The text of the bills referred to follows : J ^ 
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IX THE HOUSE OF KEPKESKXTATIVES 

March -2:i,.iaTK ' ^ 

Ml , K<MJKns ( for Iiiinx'lf and Mr. C'\irrKn) introdurpd thv following bill : wliicli 
was referred to tlie C'onimitttM' on Iiitoi^tuto lunl Fori>i;jjn ('oiMinone 



A 



A BILL 

To amend the Develoinnental ^Disabilities Services and Facil- 
ities .Construction Act to revise and extend tli(» proo^ranis 
iindeV that Act.' and for other pur])()ses. * 

1 Be it enackd h}f the Senate and 'House of 'Ihfrrcsenta- 

2 tires of the Ignited States of Aynd'ien in Congress assembled, 

:j SIIOKT TITI.K;'KKrKUKX( K T(i ACT 

\ * Section I. (a) This Act inav ho cited as the N)evel-^ 

') . ojniiental Disahilities Met An^ndmcnts of 

t) (b) as otherwise sj\eeilieally ])i'ovided in this 



7 Act-, whenever in this jVet an amendment or repeal is ex- 
M ' ])ressed in tentis''of an amendment to. or repeal of. a section 
or other provision, tlie reference sljsill be*considered to be 



■ It 



1 made to a section, or other provision" of the Developmental ^ 

2 Di.sal)ilitics Services and Facilities Consmvcd(in A. t. . 

SUOKT title; l-INDIKOS AND fUKfOSES 

4 Sec. 2. Part A is amiMided W strikiiis «>'it '^t'*:*'";' 
5^ and inserting in lieii thereof the following sec tions : ^ j 

"SHORT TITLE- j 

7 "Sec. 100. This title may be cited as 4j>e 'Develqp- 

8 mental Di.salnhties Act'. , 

g • "findings AND I'l firOSES 

» 

10' "Sec. 101, (a) The Congress finds that— ■ ^ 

11 ' - " (1) there are more than two million persons with 

12 developmental disabilUies in the Tnited States; 

13 • '" (2) individuals with disabilities occurring during 

14 ' tiieir developmental period are more, vulnerable and 

15 . le.s able to reach an independent level of existence 
16. " than individuals who have a nornn.l developmental 

17 period on which to draw during \\w rehabilitation 

18 process; " 

19 •• (:)) ,,ersons witli develoiuncutal disabilities .often 
rciuii-e'speciali/ed services to be iu<.vid|d from birth to 

21 death and'hy many agencies in a eo<.rdinated manner 

22 in order to meet the persohs' needs : 

23 . ^(4) genc^ral service agencies and agencies i)ro- 
viding specndized services to disabled persqnsjend to 
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2 overlook or exclude per^u^iis, with developmental dis- 

o"^ ^ abilities in tfieir planning and delivery of yorvlees; 

^ it i.s in the national interest to .strengthen ' 

4 specific programs, especially programs that ^sediiee or 

.fly 
r, ehminate the need for institutional care, to meet the 

'(5 needs of persons with de<^elopmenfal disabilities; and 
rj "(G) there is a need' for a national plan for persons 

g with dcvolopnicntnl ciisahilities which takes'into accoii^t^ 
0 the needs conimon to the entire developmentally disabled 

'lO population ds well as those needs unique to each identi- 

11 . fiahle group in the population. 

12 "(^>) (0 It overall pnrpose>orthis title to as.sist . 

■ 

i:} States to assure that ]>crsons w-itli dcvcTopniental disabilities 
14* T-eceivc the care, treatment, and other services necf'ssary: to 

15 enable them to achieve their maximum i)otcntial through a 

16 sy.stem which coordinates, monitors, and evahmtes those serv- • 
Ibices and whielceusuri^ the legal and human rights of persons , 
18 with developinental disabilities. 

29 (2) The .specific purposes of fhis title are— 

2Q (A ) to assist in the provisi(ni'(>f services to i)ersons ' 

21 with developmental di>al)ilitie>, with priority to those" 
o2 persoiiiT whose needs cannot be comprchcn>ively covered 
2:5 or othcrwise^et under the l^lucation of All llandi- 



■ .1' (»pped Children'^Vct/the Reha^litation JVcbof 1973, or 

. 'o* Other health, e'ducation, or welfare programs; / 

/• 3. * "(B) ''to develop a n^ional plan for meeting the 

4 *tdcB^e5 a^d- unmet needs^of persons with develop-* 

"^ .^ , 5 . .^pmentfll disabilities, which plan is coordinated ykh Si§te 

5y plans relating to persDns with developmental ^disabiliti^; 

• ^ ' fj. . "(C) to ((ssist States iuTipprftpriate planning .activ- 

' ' 8 ities; ^ . , 

9 ' ^ * "(D) b make grants to States and pubhc and pri- 

\10 va-te,* nonprofit agencies, in accordance \\1th 'sp^ifted^ 

11 national in*ioritics, to estnhlish model programs, to dem- 

12 onstrate Innovative hnhilitation techniques, and to train 

13 professional and paraprpfcssional personnel ; .^.-^ 

14 'i(E) to.makc ;»;rants to university affiliated pro- 
.15 grams to assist them in administering, operating, plan- 

16 ning, and devclopih*r dcinonstratiou programs for the 

17 provision of services to persons with developmental disar 

18 bilitie!^, and interdis(Hl)linnrv\(raining programs for^ier- 
1^ sonneK needed to provide specnKlized services for these 

20 •* persons; and ... 

21 '*(F) to make grants to support a system in each 

22 'State to protect thcjcgal and liuman rights of all persons 

23 with developmental disabilities without regard to age or 

24 eligibility for* services funded under this title.". 

. " '13 ' ' 



r 

[JEFINITXONS 



1 

2 Sec, 3'. (a) Sectioli 102(1) is amended by inserting 
"the Northern Mariana'!llands,/^f{er "Guam/\^ 



3 



4 (b) Section 492(8) is amended— 

5 ^ tlTVi>y ins#ing;"(A)^" after ;'(Hr"; ^ ^ ' 
Q. • » (2) by'' striking out '^ueaiis ^specialized seTvices 
7 and all that follows through "such tc/m includes" and 

^8 insertin^i lieti thereof thcjollowing: ''means priority 

9 serrices (as defined in subparagraph (B) ) , and any 

10 other specialized services or speiial adaptations ofj ge- 

11 ^neric sejcviees for persons with developmental disabilities, 

12 includifig in these services thc"^and 

13 (3y-yy-JxM\nj^ iit the end thereof the following hew 

14 ^subparagraphs:- ' < - 

15 ''(B) The tcnii 'prioritv st*f\ices' means individual 

V 

16 client nianagcment services" (as defined in subpkra^aph 

» ■ . . 

17 (C) ), infant deveh^pniont sorviecs (as defined In subpara- 

18 graph U^) ) » alternn^vc community living arrangement 

19 .services (as defined in subparagniph (E) ) , and nonvoea- 

* • * * 

20 tional social-developmental services (a-s defined in siibpara- 

21 graph (F)). * * 

22 " (C) The term 'individual elieut management services' 

23 means such services to persons with developmental d^siabil- 

24 ities as will assist tkcni in gaining access to needed social. 
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5 



8 
9 



I medical, educationnl, and otluM- se^vlcos; Aiid such tcrm^ 
o. includes — • • 

3 ^ 'MO follow-along ►scrvlt'cs which insure, through 

' a eontinfiing relationshii) (lifelong jf necessary) be- 
tween an agency or provider, and a'^l^crson with a de-' • 
velopihental disability hnd his family, thnt'the changing ; 
^ 7* needs of the pei-son and the family arc recognized and 
appropriately inet;anu ^ . * ^ 

''(ii) client coordination services which provide to ; 
10 persons with developmental disabilities support, acci^ss^ • 

II to (and coordinati(ni of) other services, iiifornnttion on 

12 programs and services^, and nioiiit(.>nng of the pcrsmi's ^ 

13 progress. . ^ 

14 "(D) The term "mfant developnuMit Wrviees' means 

15 sneh services as will assist in the preventioti, identification, 
^6 alleviatW(>f dcvelopihciitaj disabilities in infants, Hnd* 

' 17 iuchules (i)Wun-iy interj.-cnti(m services, (ii) counseling and 

♦ 18 training of parents, (iiij early idcntilicntion of develop-' 

,19. meutal disal^llities. and (W) diagnosis and e valuation of 

20 J^ii^'h developmentnl disabilities. 

21 ''(Yj) The term ^alternative comi^nmity hnng arrange-, 
^ 22 servictts.' meanV such services as will assist persons . 

23 with developmental disabilities in nmintaining suitable resi-*' 
24*'f'f'"^»^' arrangements in the c^nnnnnity. and includes in- 

25 house services (such as personal aides and attendant's and 
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^ s . ; :- ., .. ■•, 

1 other domestic assistance an* >upportive services), family 

2 ?,upporfSJvIces, fostff care services, group living sery- 

3 ices, respite^ care, .tfnd ^f^afF training, placement, and mainte- 

^ . . . ■ 

4 nance services. , 

* 3 ''The term 'nnnvocational sociaV(ievelopmenlp 

G services' mean)i-snch services as will assi{iU4MTsoiis M^^^ 

7 developmental (Jis/hilities who are over eiglrteen years of 

8 a^2:e in pei-fonning djuTv living and work activities.". 

'9 (c) Seethni' 102 is amended hy amendlnj^ ijaragraph 

10 (9) to read as follows: 

11 (\)) The term *State Pl^ii^iig Councir means a State 

12 rianninj,' Conncil estai)lished^imder seetion i:;7.". 

13 . (d) Paragraph ( U)) of section 102 is amended to read 

14 as follows: * 

15 , *^(10) The term ^miversity alhliate'd pro»rranr means 
le a program which is (»peratcd l.y a puhlic or nonprofit entity, 

.17 whieh is ^as^ociated with (or is an intcoral part of), a rol- 

18 legror university, and which provides for at least the follow- 

19 ing activities: 

20 "(A) Interdisciplinary training for personnel con- 

21 cerned with developmental disahilities and related haudi- 

22 capping condition?. 

23 **(B) Provision of exemplary services relating to 

24 persons with develoiuncntal disahilities ami related 

25 handicapping conditions. ^ 
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" (.C). Technical assistance and consultation for State 
lo^al public" agencies, .'privaee agencies, s>rvice pK)- 
IS \\iexk, State Planning Connoils, protection iipd Advocacy 
>4 . 'j systems (d^mtted in section lis); and otl.€r similar 

entiti^l^ \ " > " ' ' 

^ "'{^b)' (!)■ 1)1*^ of resenrcl\^Cndiiigs, rele- 

vant to services provided to persons with LvelopnientSil 
disabilities, to entities described iu subparagraph (C) , 
9 (ii)s. providing reSQarehers and goveninient agencies 
sponsoring such research with information on the needs 
for further scr\-ice-rcjnted research, and (iii) conduct- 

12 ing selected service-related research.".^ • 

13 NATIONAL ADVISORY COUNCIL ON SERVICES, FACILITIEsi 

V 

. 14 ■ A>-I) RIOIITS ()!• THE DEVELOl'MKNTALLY DISAHLED 

15 Sec. 4. (a) Paragraph (1) of section 108 (a)'is ameud- 

16 cd to read as foUow-s: 

17 " (1) (A)' There is established a National Advisory 
is' Council on Services, Facilities, and Uifiht. of the Dcvelop- 

• 19 mentally Disabled (hereinafter in tbis section reft^rcUo^ 

20 ■ tlie 'Council' ) . The Council shall consist of- 
' 21 " (i) ^sixteen ex otlicio nicHibers, described ij^ sul)- 

■ 22 paragrapli (B) ; and 

23 "(ii) .twenty members Mpi)oiuted. in accordance 

24 witli Subparagraph (N^nd without regardHo tlie yro- 

25 » visions of title a. UniteHta'i'-'^ go^-^-^''^ "1^' 



11 



4 

5 

'6 




1 poinljaents iu the competitive service, by the Qi^cretary 

2 from person^^^) who are advocates in the field of serv- 

3 ices to persons /\vith developmental disabilities (includ- 
ing lead^l<in ^tate or jocal govi^r^ment, iu iiistitutioqs 
6f higher iH(»r|^ation, andj^oj^qlljizatioris which have 
demonstrated advocacy on beiurtfl)f aM^^Tjief^s) , and 
(Ilf wl^J are not*fulUimc oniplo/^es of the United 

. g States. 
^ " (B) The ex ofTicio nienibers (referred 'to in ^ubpara 
10. gRaph (A) '(i'^ ) be of t\veAve i>opreseiiUitives ^niirt 

11 the I)epA^;tment of Ilealtli, Education, and Welffire, two 

12 ft*presentntive| fron) the DcpartnuMit of Labor^^ repre- 
' 13 sentative from the Dcparhncnt of Ilousin^.and Url)au De- 

velopmcnt, and one representative from the Departnient of 
1^5 TransportationTeac^such representati\T-to1)e designated by 
< iQ . the Secretari^f the respective Department. 

17 "(C) Of the appointed mei^ibers (referred to in sub- 

18 Pftragraph (A) (ii) )— ' 

" (i) eight siiall be persons with develofuuental dis- 

20 abilities or ^Tith a mil'der form of any such disability; 

21 A ^'^'^^ ^^'^"^ immediate relatives or guardi- 

22 ans of persons nvith'mentally impalrihg developmental 
disabilities, at least one of whom is^an^immediate rela- 
tive or guardian of an institutionalized person with a 
developmental disability; 
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' 12 
*V(ui) one shall be the director of a protection and 



1 

2 advocacy system li^scribed in section 113) for develop- ^ 
.3 meptally disabled persons; • ' 

4 (iv) on^^U be the staff director of a State Plan- 

5 iiing Qouncil (established under section 137) ; and 

6 ^ thrtc shall be selected from State and \o€a\ 

7 direct service providers (both public and private) and 
g university affiliated programs.". , 

9 ~(b) Section 108(a) (3) is' amended by striking out . 
10""t\vicc" and inserting in lieu thereo^"three times". 

' (c) Section 108 (b) is n^pended— 
^2 (1) by inserting "office" after "shall bold", and 

(2) by striking out "has. expired" and inserting in 

14 lieu thereof *'have expired". 

15 ' (d) Subsection (c)"of section 108 is amended to re^d as 

16 follows : 

17 "<c) The Council shall— 

"(1) (lovclop n national five-year plan for persons 

19 with developmental disabilities, which plan identifies 

20 - tlie unmet service needs of persons with developmental 

21 disabilities and the aetual and potential infringements 

22 ■ ot^he legal and human rights ^f these persons; 

15 " (2) annually review and revise this five-year plan ; 

24 "(3) recommend to the Secretary priorities (con- 
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^ snstcut witli the priority of the services descrih^^i sec- . 

2 tion 102,(8) (B) for special projects authorizcn^^^^'r 

3 part D of tliis title; 

(4) advise the Secretary With resjle^'t to anj^regu- 

^ - — . • 

latioiis pix>nuilgQled or pFoposcd for pronuilgntjpu^y the • 

Secretary in the implcineutation of the provillous of. this 

7 ' title; • ' • . . 

8 (^) monitor the^execution of this title and r^jjort 

9 directlyTo'tSc Secretary on any delay in the rapid execii- 

10 * tion of this title ; and " . J * 

11 • **(6) snhniit to tW^ongrcss ainmally a report on 

12 the Councirs activities nndcr this suhsection during the 

13 . year an4 on any needs and priorities relating to^ersons 

14 wit^ developmental disahiliticis not hcing met under this 

15 title.". c ' . « 

16 (c) "Suhscction (d) of section lOrt is amended to read 

17 - as follows: ^ 
.18 (d) The Secretary shall make availahle to the Council 
39 at least one hill-fimc professiomd stafT person and on^ full- 

20 time secretarial assistant, suvh ?t^<\^*'^*r^^^^ 

21 other assistance, such statistical and other i)ertinent data 

22 j)repared by or available to the Department of Health, Edu- 
23' ' cation, and Welfare, and such other resources as the Council 
24 may require to cam* out its functions.". 



I 
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1 ^i) The beading to se'ction 108 Is amended by striking 

2 out "SERVICES A^^ FAC1L1T4ES fob" and inciting ,in lieu 
. 3 thereof "SEEVICES, FACILITIES, AND KIGUTS OF". 

4 ° (g) Section lib (a) is amended by striking out 

5 "Services and Facilities for" and insc^ftng m- lieu thereof 

6 "Services', Faciliftes, and Rights of". - 

7t (-2) Subsections (n) and (e) of section 14i are 
8 amended by striking out "after consultation^ with the Xa- 
tional Advisory Council on Services and Facilities to the •- 

10 Developmentfilly D\sabled" fnd inserting in lieu thereof ^ 

11 ''taking into consideration the" priorities 'established by the - , 

12 National Ajlvisory Council on Services, Faciljfties, and 

13 nights of the Dcvclopmcntally Disabled".. 

14 '(h) Notwithstanding the -anrcnduient made by sub- 
15, section (a), of this section, the appointed members of the 

16 National Advisory Council on Services and Facilities for 

17 the Developmentally Disabled (as established under section 
■ 18 108(a) of the Developmental Disabilities Services and 

19 Facilities Act as in effect before the date of the enactment 

20 of this Act) shall be considered apponrtfcd members of the 
^21 Natioftal Advisory Council on Services, FacUities, and Rights 

22 of the Developmentally Disabled (as established under th(^ ^ 

23 amendinent made by subsection (a) of this section) until 

24 their terms (as of the , date of the enactment'of this Act) 

25 expire or such members resign from their office. 
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J, KMULATIONS 

2 Skc. 5. The text o£jRtioir-109 is amended to read as 

3 follows: ' • ^ -i*? 

4 V^Skc. 109. Tlie Secretary, not later than onejumdred 

5 and eighty days after the -date of onaetmont oi any Act 

6 amending the provisions of. this title, shall pronuilgye sueh 

7 regulations as nlay be Squired fiii;fe^i^|n^nie/atio}i of 
. 8 sueh amendments.", . - 

9 . • . evaxVation system 

10 * Seg! 6. (a) Section 110(a) is amended— 

jl (1) bf^-•striking out 'Vithin two years of' and 

12 all that follows through "Bill of Eights Act develop" 

13 in the first sentence and ins<?rting in lieu thereof ''de- 

14 velop, not later than October 1, 1979,"; * 

15 (2) by striking out "Within. six months after the 

16 development of such .a system, th^" in the second 

17 sentence and inserting in lieu thereof "The" ; 

18 (3) by striking out "the receipt of assistance under 

19 this title, that each Stntc" in the second sentence and 

20 inserting in lieu tliereof "a State's receipt of assistance 

21 on .and after Oetol)er 1, 1980, linder this title' that the" 

22 State"; 

23 (4) by striking out ''Witliin two years after the 

24 date of the developmcvvV rf'such a system, tTie" m tb^' 

^ ' ' ' „ 

25 thir^J/Wnee and inserting in lieu thereof ''The''; and 



(5) by striking out "tlic-rcccipt of assistance under 
.this title, that each State:!,inithe tjiird sentence and in-- 
serting ift-ii'eu thereof "a Stjte^s receipt of assi*itance on , 
an4 after October 1, 1982, under this title, that the 

State". <• . ' . 

(b) Subsection (e) of section 110 is amended to read 

7 as follows: ^ ^ • 

V8 "(e). Upoa -iifeVdapnient of the CA'ahiation system 

" 9 deseribed in sub^ecti^ f^^^ subiijitjp 

10 Congress a report on ^^p'sptcm, which report shall include 

11 an Estimate of the costs to the Federal Government kni the 

12 States of leveloping^and implementing such a system.". 

13 (cj Section 110 is amended by striking out subsection ^ 
34 (d). 

15 • RIGHTS OF THE DEVELOrMENT-rVLLY DISABLED 

16 Sec. 7. Section 11 Pis amended by adding at the end 

17 thereof the following new s^entence : 

18 "The rights of persons with devclopnientnl disal)ilities de- 

19 scribed in findingsCade hi this section are i)i addition to 

20 any constitutional or other rights otherwise afforded to all 

21 persons.''. 

22 PROTECTION AND ADVO('A( Y OF ^NDIVIDU^AL RIGHTS 

23 Sec. 8 M Section li:Ma) is^ amended— 

24 (1) by striking (n\\ ''TH\c Secretarj' shall require" 
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1 and all tbat fullo^vs throligh ''such system will (A)*" 

2 ' and inserting in lieu thereof *'}n* order for a State to 

^ 3 receive an allotment undei* part (\ (1) the Stnte \\t%^' 
4 have lu eltoot a s}'st(in to prott^ct and advocatx^ tfic 



) sneli sv9i(^nMiuisJ (A)**; and ** } 
(2) by striking. 9ut the last senttMico* theri^/ ^ ^ 



5 *, riglUs of persons with developmental disainlities. and 

6 \ (2) sneli systc^ninuisj (A)**; and 

7 • 

,g ;(b*). THe second sentence; of* siM^timi ^ i:f^) ( I ) is 
v9 amen fed to' re lid as" follows: **Allotnients and feaUotin'ents' 
10' of sueli sums shall be made on the same l)asis a5 the . 
11 allotments and reallotinents nre made nndcr the first 
1^2 sentence of subsections (a) (I) .and (d) of section l:i2, 
13 except that no. State in any fiscal year shall be alloted 
l'^ an amount which is less thnn the greater of §r)(),pOO or the 
15 amount of tlie allotment to the State for the pj>^'ious fiscal 
1<5 yet^r.". ^ 

17 . ((•) Paragilil)h (2) of section li:>(b) is amended to 

18 read as follow^ 

19 ' (2) For allotments under ]»aragrnph (1), there are 

20 authorized to be appropriated $i),000,00() for the fiscal year 

21 _ endint? September 30, 1071), $12,0()(),(K)0 for^tlte fiscal year 

22 ending September 30, 11)80, and $ir),O00,()0() for the fiscal 
^ year ending September 30, U)81.'\ . 
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1 OBANT AUTIIomty/APPUCATIONS, AND AuW«IZATION . 
; 2 J^F^ArPBOPRlA:TI01JS FOB UNIVERSITY AFFILIATED 

.3 rROQBAMS . i 

' a Sec 9. (a) r'art B is nmendcd to rend, ns iollows: ^ 

'^J r ' 'Tart Br-UNivERSifV Affiliatei) Phograms 

- 0 , • / ■ ^ »■ , 

g I'GBANT AUa-HOBITY . ' 

7 ''Sec. 12](f^{a5 FroJ approprmtious undersecti^^ ^ 

, - 8 the Seoretary shall nlake grantsji^uihWity affilm^^^ 

• . 9 ■ grams.to assist in the planning', development, administration, 

lO' operation; and maintenance of the activities described in sec- 

11 tion 102 { 10) , and of'such additional iietivities as the Secrc- 

■ 12 tary determines © be appropriate t()^arr>- out the purposes 

13 of this title. 

' 14 ' "(b) The |ecrctary may make a grant to a university ■ 
15 affiliated programs receiving a grant niuler snhsection (a) to 

16- support one or more of the foiiovving activities : 

Yj ''(1) AfiiUation of \he program vvith-govx-™^ • 

18 and nonprofit organizations, order to promote the 

19 provision of quality services trf persons with develop- . 

20 mental disabilities who reside in geographical iire^s^ 
where adequate services are not available. .jj^^wi 

"(2) Expansion of the program sa it.^^j^sess 
the need for trained personnel in providing- assistance 
trf persons with developmental disabilities or with related 
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25 handleappmg conditions. 



. 2 (3) Provi^iion hi s^rvic'c-related trainin3» to 

2 .practitioners providiitg service^ to persons with (level-' 

' •* * 

3 ^ opmental disabilitres or \ntli related handieappiug 

4 ' conditions. ^ > * • 

5 j. ^ . ' (4), Conducting a long-term app^i^y^reseai^h prx)-* 

6 \ gram ^which can develop methods for applying basic^ 

7 research fi^^d^ngs to prodhce more efficient effectives 

' ' ' ' > ' • / / - 

8 methods ^A) for thfe delivery of service? to pefsons 

9' with developmental rdisabilitjts or witb-'related nandi,-^ 

■ . ' . . \ 

10 capping conditions, and (B) for the training of pro- 

11 / fessionals, para-professiojials, and parents who provide 

12 * these services. . ' . ' 

13 '^APPLICATIONS 

14 "Skc. 122. (a) Not later than onewyoar after the date 

15 of the enactment of the Developmental Disabilities Act 

16 Amendments of 1978, the Secretiirj' shalfestablish standards 

17 for univei^ty affiliated programs. These standards for pro- 

18 grams shall reflect the special needs of persons wit h devp (^ 

19 opmental disabilities or with related handicajtping >i^ondi- 

20 tions who are of various ages, and shall include performance 

21 standards relating to each of the acti\'iik's described in sec- 

y 

22 tion 102(10). 

23 "(b) No grant may be made under section 121 unless 

24 an application theref6r is submitted to, and approvejj^^, 

25 the Secretary. Such an application shall be submitted in such 



20 , • 

J form and manner, and >ntaiu such mformation, as the 
Secretary may require/Such an application shall be approved 
3 by the Secretary only if the application contains or is siip- 
-ported by reasonable assurances that— 

"(1) the making ofthe grant will (A) not result in 

5 

g , any decrease in the use of State, local, and other non- 
rj Federal funds for services for persons with developmen- 
Q tal disabilities and for training of persons 4o provide such 
9 services, which funds would (except for such grant) be 
made available to the applicant, and (B) be used to 
supplement and, to the extent practicable, increase the^ 

j2 level of such funds ; and _ 

"(2) the applicant's program (A) is in compliance 

14 with the standards esUiblished' under subsection (a), or 

15 (B) will, not later than' 4hree years afl^er the date of 

16 approval of the initial application or the date stand- 

17 ards are promulgated under subsection (a) , whichever is 

18 later, cqmply with such standards. 

19 "(e) The Secretarv^ shall establish such a, process /or 

20 review of applications for grants under section 1-21 as wiU 

21 ensure that each Federal agency that provides hinds iot the 

22 direct support of the applicant's program reviews the - 

23 application. . , 
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1 , "authobizatiox of appbopeiations. 

2 "Sec. 123. (a) For the purpose of making grants under 

3 section 121, there are authorized to be appropriated $15,- 

4 000,090, for the fiscal year endinf? Septdinher ,30, 1979, 
. 5 $18,000,000 for the fisxal year ending Scptemlier 30, 1980, 

6 and $21,000,000 for the fiscal year ending September 30, 

7 1981. . ^ 

8 "(b) Of the sums appropriated under subsection (a), 

9 not less than — ' 

.■ > ■ , ■ ^ ' 

IQ ^^1) $9,000,000 for the fiscal year ending Sep- 

11 tember 30, 1979, 

12 ''(2) $10,000,000 for the fiseal year ending Sep- 

13 tember 30, 1980, and ^ . - 

; i4 "(3) $11,000,000 for the fiscal year ending Sep- 

15 ^ tember 30, 1981, 

16 shall be made available for grants under section 121 (a) to 

17 qualified ap^Jicants which received grants under section 

18 121 (a) during the fiscal year ending September 30, 1978.i 
Ip The remainder of the sums appropriated for such fiscal years 
20 ■'shall .be made available as the Secretary determines, except 
2L that not less than 40 percent of suclwrcmuinder shall be 

22 made available for grants under section 121 (1)) .[\ 

23 (b) Section 103 (.c) is amended— 
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^ (1) by striking out ^'university-affiliai^d facnity or 

2 a satellite center" and inserting in lieu thereof "univer- 

3 sity affiliated program" ; and 

^ (2) by striking out "a project" and inserting in 

5 . lieu thereof "a program". 

5 (c) Section 112(a) is amended by striking out 

7 facility,". 

S ATJTHOEIZATION AND ALLOTMENTS FOR FACILITY GRANTS 

9 Sec. 10. (a) The text of section 131 is fended to read 

10 a& follows: 

11 *'Sbc. 131. For allotments under section 132, tljere are 

12 authorized to be appropriated $60;000,000 for the fiscal 
' 13 year ending September 30, 1979, $75,000,000 for the fiscJ 

11 year ending September 30, 1980^nd $90,000,000 for the 

15 fiscal year ending September 30, 1981.". 

16 (b) Section 132(a) is amended— 

17 - (1) by striking.outsubparngraph (B) of mragraph 

18 (1) and paragraphs (2), (3), and (4) ; ^ 

19 ' (2) by sinking out " (A) " in paragraph (1) (A) 

20 and by redesignating clauses (i) through (iii) of such 

21 .paragraph as subparagraphs (A) through (f!),^wpcc- 
" S2 ^ tively; and . y 
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^ (3) by inserting at the end thereof the following, 

J new paragraph : 

" (2) ^or any fiscal yearj'the allotment under paragraph 
o / • ' 

4 (1)- ' ' 

' '^(A) to each of the Virgin Islands, American 

Samoa, Guam, the Northern Mariana Islands, or the 

6 

^ Trust Territory of the Pacific Islands may not be less 
than $100,000, and , 

^ " (B) to any other State may not be^^ess thafe Uie 

20 greater of $250,000 or the amount of the* allotment 
^ (determined without regard tp subsection (d) ) received 
^ by the State for the fiscal year ending September 30, 
13 1978.". 

34 (c) Subsections (b) and (c) of section 132 are 

15 amended by striking out "134" and inserting in lieu thereof 

16 "133" each place it appears. 

17 STATE PLANS FOB PBOVISION OF SERVICES AND 
*18 IJ, FACILITIES ^ 

, 19. Sec.^^II. (a)' Subsection (b) of section 133 is amended 

20 to read as follows: > 

21 " (b) In order to be approved by the gecrekry under 

22 this section, a State plan for the provision of services and 
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1 faciUties for persons tnth developmental disabiUties must 

2 meet the following requirements : 

3 "Provision for State Planning Council and 
^ * Administration of Plan 

5 " (1) (A) The plan must provide for the establishment 
-6 of a State Planning Council, in accordance with section 137, 

7 for the assignment to the CouncU of personnel adequate .to 

8 enable the CouncU to carry out its duties under that section, 

9 and for the identification of the personnel so assigned. 

10 "(B) The plan must designate the State agency or 

11 agencies which shall administer or supervise the administrar 

12 tion of the State plan and, if there is more than one such 

13 agency, the portion of such plan which*cach will administer 

14 (or the portion the administration of which each will 

15 supervise) . 

16 " (C) The plan must provide that each State agency 

17 designated under subparagraph (B) will make such reports* 

18 in such form and containing such information, aa the Secre- 

19 tary may from time to time reasonably require, and wUl 

20 keep such records and afTor^ such access thereto as the 

21 Secretary finds necessary to verify such reports, 

22 " (D) The plan must provide for such fiscal control and- 

23 fund accounting procedures as may be necessary to assure the 
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1 proper disbursement of and Recounting for funds paid to the 

2 State under this part 

3 * ^'Description of Objectives and Services 

4 " (2)' The plan must—' 

5 "(A) set out the specific objectives to b^ achieved 

6 under the plan and a listing of the progr^ and re- 

7 sources to be used to meet such objectives;* * 

g "(B) describe (and provide for ."the review and 

9 revision of the description, not less often than annually) 

IQ\ the extent and scope of services being provided, or to 

11 be provided, to persons with developmenta^i^^bilities 

12 under such other State plans for federally a.ssisted State 

13 programs as the Stale has relating to education for the 

14 handicapped, vocational rehabilitation, public assistance, 

15 medical assistance, social service^, maternal and child 

16 , health, crippled children's services, and compr^ensive 

17 health and mental health, and under such other plans as 

18 the Secretary may specify; 

19 "(C) . for each fiscal year, assess and describe the 

20 extent and scope of priority services (as defined in 

21 section 102(8) (B) ) being or to be provided under • 

22 the plan in the fiscal year; and 

23 "(D) establish a method for the periodic evaluation 



1 of the plaa'B effectiveness in meeting the /bjectives 

2 described in stibparagraph (A). J 

"lise of Funds Y 

o 

4 (3.) The plan must contam or be supported by as- 

5 surances satisfactory to the Secretary that— , 

Q ''(A) the funds paid to tiie State under section 

7 132 will be used to make a significant contribution 

8 toward strengthening -services for persons with 4e- 

9 Velopmcntal disabilities in the various political sub- 
10 divisions of the State ; ^ 

"(B)* part of such funds will be made available 

12 by the State to public or nonprofit private entities; 

13 ^ <'(C)-»TiCiy ftinds will be used to supplement 

14 and, to tiie extent practicable, to increase the' level 

15 of. funds that wouldr otherwise be made available for 

16 ' die purposes for which Federal funds are provided 

17 and not to suppiant such non-Federal funds; and \ 

' 18 "(D) there will be reasonable State financial par- 

19 ticipation in the cost of carrying out the State plan. 

20 "provision of Priority Services 

21 "(4) (^) The plan mustr- . 

22 "(i) provide for the annual examination ol the 

23 provision, and the Jiee^ -for the provision in the State 

24 of the four'dififercnt areas of priority services (as defined 
. 25 in section 102(8) (B)) ; and 
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1 . "(ii) provide for the development, not later than 

2 the second year in whTch funds are provided under the 

3 plan after the date of enactment of this paragraph, and 

4 the timely review and revision of a comprehensive 

5 statewide plan to plan, financially support, coordinate,^ 

5 and other^'ise better address, on a statewide and com- 

* / 

7 prehcusivc' basis, unmet needs in the State for the 

8 provision of at least one of the areas of priority serv- 
' 9 ices, such area or areas to be specified in the plan. 

10 ' "(B) (>) Kxcept as provided in clause (iii), the^plan 

11 must provide that not less than $100,000 or TO per centum 

12 of the amount available to the State under section 1^52, 

13 whichever is greater, will be allocated, as pr-ovided in clause 

14 (ii)» to the areas of priority services specified under sul>- 

15 paragraph (A) (ii). 

16 "(ii) For any year in which the sums appropriated 

17 under section 131 do not exceed — ^ 

18 "(1) $60,000,00i), not less tlian $100,000 or 70 

19 piT centum of the amount available to tke State under 

20 section 132, whichever is greater, nnist be allocated 

21 to no more than two areas of |)riority sorvk'cs specified 

22 under subparagraph (A) (ii),or . 

23 "(II) $90,000,000, not less than $1()0.000 or 70 

24 per centum of the amount available to the State under 

25 section 132, whichever is greater, must be allocated to 

28-500 O • 78 • a 
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1 BO more than three areas of priority services' specified 

2 under subparagraph (A) (ii>. 

3 "(iii) A State plan, in order to comply with clause • 

4 (i) for a fiscal year, is not re.iuired to reduce the amount 

5 available to the. State under section vf which is allo..-atcd 

6 to planning below the amount so allocated in the preceding 

7 fiscal year, if substantially the mnainder of the anionnt 
• 8 avaUable to the State, which is allocated for other than 

9 > administrati.m, is allocated to the hreas of priority services 

10 specified under subparagraph (A) (n). 

11 " (of The plan must provide that special financial and 

12 technical assistance shall be given to agen.ies or entities ' 

13 which are providing or' are plannhig to provide pr'0'-"y^. 

14 ser^-ices specified under subparagraph (A) ^ii) for persons 

15 with developmental disabilities who are residents of geo- 

16 graphical areas designated as urban or rural poverty areas. 

17 "Standards for Provision of tiervices and Protection of Rights 

18 * of Recipients of Services 

19 " ( 5 ) ( A ) The plan must provide that services furnished, 

20 and the facihties in which they are furnished, under the plan 

21 for p'ersons with developmental disabilities will be in accord: 

22 ance with standards prescribed by the Secretary in regu- 
33 lations. 

24 " (B) The plan mu.st provide that services are provided 

25 in an individuahzed manner consistent with the requirements 

26 of section 112 (relating to habilitation plans) . 
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1 " (C) The plan must contain or ])e supported ])y assur- 

2 ances satisfactory to the Secretary that the i^man rights of 

3 all persons with developmental disabilities (especially those 

4 persons without familial protection) who arc receiving treat- 

5 ment, services, orinri/ilitation under programs assisted under 

6 this title will be protected consistent with section 1 1 J (relat- 

7 ing to rights of the dcvclopnientally disabled) . 



8 


"Professional'Asscssment and Evaluation Systems 


9 


" (6) The plan nmst provide for-— 


10 


''(A) an assessment of the adequacy of die skill 


11 


level of professionals and paraprofessionals Rer^ing per- 


12 


sons with developmof tal disabihties in the state and 




13 


the adequacy of the State programs and plans support- 


14 


ing training of such professionals and paraprofessionals 


15 


in maintaining the high quality of services provided to 


16 


person with developmental disabilities in the state; and 


17 


''(B) the planiring and implementation of an 


18 


evaluation system (in accordanre with section ^10 (a) ) . 


19 


''Additional Information and Assurances Required by 


20 


Secretary 


21 


"(7) The plan also must contain such additional in- 


22 


formation and assurrfiices us the Secretary may find necessary 


23 


to carry out the provisions and^ purposes of this part/'. 



24 \\)). Section 133(d) (2) is amended by striking out 

25 "during tlie fiscal year ending June 30, 1975" and inserting 

26 in Ueu thereof "during the previous f^cal year". 
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J 8TATB PLANNING COUNCILS 

2 ' Sbc. 12. (a) Section 137 (a) is amended— 

3 (1) by inserting ^'higher education training fatili- 

4 ties," after "representatives of the principal State agefi- 

5 cies," in the third sentence ; and * — 
5 (2) by amending the fourth septence to read as 

7 follows: 

8 "OhlTe^nienibers of tlfe Council— 

9 , "(1) at least one-sixth shall be persons with de- 

10 velopmental disabilities or with a milder form of such 

11 disability, and 

j2 "(2) at least one-sixth shall Ijc immediate relatives 

13 or guardians of persons with mentally impairing 

14 developmental disabilities, 

15 who are not employees of any Stat^ agency-or of any other 

16 entity which receives funds or provides services under this 

17 part.". 

18 (b) Section 137 (b) is amcndod to read as fallows: 

19 • (1>) Kach State Planning Council shall— 

20 ( 1 ) supervise the development of and approve the 

21 State plan required by this part, including the spccifica- 
22' tion of priority service areas undfcr section 132(b) (4) 

23 (A) (ii); 

<'(2) monitor, review, and evaluate, not less often 
26' than annually, tlte iiTiplemT?ntation of such State plan ; 
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I "(3) jto the inaximuin extent feasible, review and 
2^ comment on all State plans in the State which relate to 

3 programs affecting persons with developmental . dis- 

4 abilities; 

5 "(^) promote planning for training of i>ersonnel 
5 needed to provide services (including advocacy and 

7 training in consumer participation) to persons with de- 

8 velopmental disabilities; and 

9 ''(5^ submit to.tfce Secretary, through the Gover- 
10 nor, such periodic reports on its activities as the Secre- 

II *tary may reasonably request, and keep such records and 

12 afford, such access thereto as the Secretary finds ncces- 

13 sary to verify such reports. 

14 Tixe State shall provide, to the maximum extent feasible, an 

I" 

15 opportunity for the State PlanningiGonncil to prior review 

16 and comment oii all its State plans described in paragraph 

17 (3).". ^ 

18 (of Section 137 is anicndrd l)y striking odt subsection 

19 (c) . 

20 STECIAL PROJECT GRANTS 

21 Sec. 13. (a) Section 145 is' amended — ^ 

22 (1) iiiserting (particularly priority services) " 

23 after "otherwise improving services*' iiMsubscction (a) 

24 (1); 

25 ■ (2) by striking out "^ including programs" and all 
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1 that follows through tbe semicolon at the end of para- 

2 graph (1) of subsection (a) and inserting in lieu there- 

3 of"; and"; • 

\j . (3) by' striking out "sul)seetion (d)" in subsec- 

5 ' tions (e) and (f). and inserting in lieu thereof "subsec- 

6 tion (e)" each time it appears; 

tj (4) by redesignating sul)sections (b) through (f) 

^ as subsections .(c) tfiKniKli (jl) - respectively; and 

9 \, (5) by inserting after paragraph (1 ) of subsection 

10 (a) the following (and redesignating paragraphs (2) 

11 through (9) of Wbsection (a) as paragraphs (1) 

12 through (8) , respectively) : - 

j3 "(2) demonstrations (and research, training, and 

14 fevaluation in connection therewith) for establishing pro- . 

15 grams which hold promise of expanding or otherwise 

16 ' improving protection and advocacy services related to 
1,7 ■ ' the statewide protection and advocacy system (described 

18 in section 113) . 

19 "(1>) Grants provided under subsection (a) shall in- 
.20 elude grants for— "I 

21 (b) Sectioji 145 (e) , as so redesignated, is amended to 

22 read as follows : 

23 "(e) For the purpose, of making payments under grants 

24 under subsection (a) , there are authorized to be appropriated 

25 $25,000,000 for the fiscal year ending September 30., 1979, 
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I jM8,000,000 for the fiscal year ending September 30. 1980, 
2{^i $31,000,000 for the fiscal year ending September 30, 

3 198L". - 

4 TECHNICAL AND CONFORMING AM/iNDMENTS 

5 Sec. 14. Section 112 is amended — 

6 (1) by striking out *'after September 30, 197(>/' 

7 in subsection (a) ; 

8 (2) by striking out "Such" in subsection (b) (3) 

9 ' and inserting in lieu thereof and ^ 

10 (3) by striking out ''an" l>CTbre **objective criteria" 

II in clause (B) of subsection (b)(3). 

12 " (b) Section 134 is amended — 

13 (1) by striking out 'Tonstht'CTIon," in its 

14 heading. 

15 (2) by striking out '' (a) " in subsection (a), and 

16 (3) by striking out sulwection (I)). 

"17 (c) Section 135 is amended—- \ 

18 (1) by striking out ''coxstht'ction," in its 

19 heading ; ^ 

20 , (2) by striking out ^' (a) " in subsection (a^ ; and 

21 (3) by striking mit subsection (b). 

22 ' EFFECTIVE DATE 

:23 Sec. 15. The amendments made by this Act sliall apply 



24 to payments under title T qF tlie Mentnl Keturdalion Faeili- 

25 ties, and Community Mentnl I^^al^ll (Mentors T'on^nu'tion 
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1 Act of 1963 for fiscnl years beginning on and after 

2 October 1, 1978. 



r 
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H. R. 278 



IN THE HOUSE OF REPRESENTATIVES 

Januaht 4, 1977 ^ 

Mr, CoNXZ introduced the following bill^ wKich was referred to the Com- 
^ ' mittee on Interstate and Foreign Commerce 



A BItL 

To provide for aciSpelcratcd rescnrcli niid development in the 

/ care and treatment of autistic children, and for otlier 
purposes, 

1 Be it enacted . by the Senate and House bf Rcprescnta- 

2 lives of the United States of America in Congress assembled, 
' 3 That this Act may he cited as the ''Autistic Children 

4 Research Act", 

5 AMENDMENT TO THE PUBLIC HEALTH SERVICE ACT 

6 Sec. 2. Part E of the Public Hcaltli Service Act is 

7 amended by addin^? at the end thereof the following: 

8 ''l?I<:f|^RCII PROOKAM ON AUTI^ 

9 "Sec. 446, (a) The Piroctor of the National Institute 
,10 of Child Health 'and Human Development shall— 
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I "(1) ptnn nnd (Tcvdop i\ coonliiwtoa nntism le- 

9 sonrcli i.rogrnii. pnfoiiipns.sinf.' tlic i.n.j.nnns ..f tlic - 

3 In>litutr- u{ UM :uul ivlalrd im.p-anis of 

4 other iWarcli institutes and oilier VvAvviA and uon- 

5 KeiliM'al i»r()grai\is; 

^ '-(J) collert, analyze, and di>seniinato all data 

7 * useful in the prevention, diagno.^is, and treatment, of 

8 autism; and^ - 

9 e-^tablis^i eoni'preTicusive, eoordinated diag- 

10 noslie and evalMatuiiri\>^irdi^ that provide for early 

II detection a^d elTertive -ujidanee Un' autistic children. , 

12 There \uirauMiori/ed to he apiM'opriatcd. to carry 

13 out the purpo>es of ihis vj-ctiou -ucl^ sums as may ^ 

14 ncces*<ary. 

13 ''MCAKNINC; AND t'Ai:K t'KNTKUS 

IG "Sicc. 447. (a) The Secretary may make grants, loans, 

17' nnd loan {innrantces to nuy pnhVic or private nonprofit 

18 entity opcrntiii^^ or proposing to oporato ii residential or 

.19 nonresidential renter witli eifii.ation pni^rrams for autistic 

20 children. , i 

21 {^) ^ S^'^^^^ loan/ or loan *j:uarantee under this sec- 

22 tion may be made oidy after tlie Seeretary approves a 
03 plan snhmittcd hy such entity suluuitti'd in such lorrn and 

24 containing such inforniation as the Secretary fliay re(inire. 

25 "(c) 'rterc are authorized to hi appiopriated to carry 



43 



37 

1 out th. provlMons of this section SaOOiOOO f.>r /fiscal year 

2 1977 and $5,000,000 per annum for fiscal years 1978, 1979, 
1980, and 1981. 

4 "(d) ]•..!• tlif l"i'T"^''^ "f '""^ 

r, tl,i. KM-n. 'autisti.- incnns. l.ut is lu.t llniitcl to. tl.o.c alilii t.Ml 

.i^ Nvltl. infantile t.ulisni (KmnuT's syndnunc), piufouna apha- 

7 sla, (•liil.lli.Mul psycliois. ..r any otlior condition clmmcUT- 

8 izcd l.y severe delicits in language ul.ility and l.clmvior and 

9 l>y the lack of al.ilily to relate appropriately to others." 
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— H.R.2151 



IN THE HOUSE OF REPRESENTATIVES 

jANrARY 19, 1977 

Mr. Roe introduced the following bill: which was n»fprrrd to the Committee 
on Interstate and Foreign Commerce 

1 — 

A BILL 

To provide for accelerated research and development in the 
care and treatment of autistic children, and for other 
ptirposes, ^ 

1 Be xi enacted by the Senate and House of Represcnta- 

2 lives of the United States of America in Congress assembled, 

3 That this Act may be cited as the "Autistic Children Re- 

4 search Act^'. 

5 AMENDMENT TO THE PUBLIC HEALTH SEBVlOE ACT 

6 Sec. 2. Part E of the PubUc Health Service Act ia 

7 amended by adding at the^end thereof the following: < 
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1 "BEfiEABCH PBOGRAM ON AUTISM 

2 "Sec. 446. (a) The Director of the National Institute 

3 of Child Health and Human Development shall— 

4 "(1) plwi and develop a coordinated autism re- 

5 ' search program encompassing the programs .of the 

6 National Institutes of Health ahd related programs of 

7 other research institutes, and other Federal and non- 

8 Federal programs; 

9* ""(2) collect, analyze, and disseminate all data 

10 useful in the prevention, diagnosis, and treatment of 

11 autism; and 

12 " (3) establish comprehensive, coordinated diag- 

13 nostic and evaluation procedures that provide for eaWy 

14 detection and effective guidance for autistic children. 

15 " (b) There are authorized to be appropriated to carry 

16 out the purposes of this section such sums as may be 

17 necessary. 

13 **LEAfiNINQ A^D CAKE CENTERS 

19 * "Sec. 447. (a) The Secretary may make grants, loans, 

20 and loan guarantees to any public or private nonprofit 

21 entity operating or proposing to operate .a residential or 

22 nonresidential center with education programs for autistic 

23 children, 

24 "(b) A grant, loan, or loan guarantee under tliis sec- 

25 tion may be made only after the Secretary approves a 
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1 plan suhmitted by such" entity submitted in such fonn and. 

2 containing such information as the Secretary may require. 

3 "(c). There are authorized to be appropriat<^ to carry 

4 out the provisions of this section $500,000 for fl^cal year 

5 1976 -and $5,000,000 per annum for fiscal years 1977, 

6 1978, 1979, and .1980. 

7 " (d) For the purposffe^f this section and section 446 

8 the tei-m 'autistic' means, biifis not limited to, those afflicted 

9 with infantile autism (Kanner's syndrome) , profound apha- 

10 sia, childhood psychosis, or aiiy other condition character- 

11 • ized by severe deficits iu Uu.guage ability and behavior 

12 and by the lack of ability .fo. relate appropriately to others." 
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41 



05ni CONGRKSS 
IsT Session 



H. R. 10059 



IN ^HE HOUSE OF KEPRESENTATIVES 

NOTEMBBB 4,1977 

Mr. Rom (for himself, Mrs. Bwkz of California, mTN^in L. Buoton Mr. 
Gorman, Mr. Downey, Mf. Drinan, Mr. Oilman, MiNVIazzou Mr. Mkt- 
CALix, Mr. Momrrr, and Mr. Stark) introduced the folowmg bill ; which 
was referred to the Committee on Interstate nnd ForeiA Commerce 



A BILL 

To provide for accelerated research and development in the 

. care and treatment of ' autistic children, and for. other 
purposes. 

1 Be it enacted by the Senate and House of Reprcsenta- 

2 tivcs of the United Stales of 4jnerica in Congress assembled, 
:5 That this Act may be cited as the "Autistic Children Ke- 

4 search Act"; 

5 AMENDMENT TO THE VVmAC lIKAl/ril SKKVICE ACT 

6 Seo. 2. Part"^^ oMhe;|»uj)lic Health S^Tvice Act is 

7 kjp^^iid^ W following?; 

9- "Sbo. 446. (a) 3:he.i5^?eot<)r^pf tRc ;|^^|^Institute 
10 of Child Health and Human %;yciif§m*^MM0^\ 
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J "(1) plan and develop a coordinated autism re- 

2 * search program encompassing the programs of the 

3 National Institutes of Health and refated programs of. 

4 other research institutes, and ^her Federal and iion- 

5 Federal programs ' 

6 ^M^) <^UG(^t, "analyze, and disseminate all data 

7 useful in the prevention, diagnosis, and treatment of 

8 aadsmL;tuid 

<j "(3) establish comprehensive, coordinated diag- 

10' nostic and evaluation procedures that provide for early 

11 • detection and efTective guidance for autistic children. 

12 (^) There are authorized to be appropriated to carry 

13 out the purpos.e^ of this section sucli sums as may be 

14 necessary. v 

15 "learning and care CENT'ERS 

10 **Seo. 447. (a) The Secretary may make grants, loans,' 

17 and loan guarantees to any public or privati^ nonprofit 

18 entity operating or proposing to operate a residential or 

19 nonresidential center with education programs for autistic 

20 children. 

21 ** (b) A grant, loan, or loan guarantee under this sec- 

22 tion may be made only after the Secretar}- approves a 

23 plan submitted by such entity submitted in such form and 

24 containing such informatiori as the Secretary may require. 
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1 " (c) There are authorized to be appropriated to carry 

2 out the provisions of this section $600,000 for fiscal year 
JR 1978 and $5,000,000 per annum for fiscal years 1979; 
A 1980, 1981, and 1982. 

5 " (d) For the purposes of this section and section 44G 

6 the term 'autistic' means, but is not limited to, those afflicted 

7 with infantile autism (Kannej-'s syndrome), profound apha- 

8 sia, chUdhood psychosis^^ any other condition character- 

9 ized by severe deficits \knguage/ ability and behavior 
10 and by the lack of abUity to rekti^ropriately to others.". 
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Mr Rogers. Our first witnesses are from the Department of 
Health, Education, and Welfare, Mr. Robert Humphreys, the Com- 
missioner of Rehabilitation Services Administration, Office of Human 
Development Services, and Mr. Francis Lyneh, Director of the Office 
of Developmental Disabilities. We welcome you gentlemen. Your 
statements will be made a part of the record in full and you may pro- 
ceed as you like. 

STATEMENT OF KOBEET E. HUMPHKEYS, COMMISSIONEE, KEHA- 
BILlTATION SEKVICES ADMINISTKATION, OFHCE OF HTJMAK 
DEVELOPMENT, DEPAETMENT OF HEALTH, EDUCATION, AND 
WELFAEE, ACCOMPANIED BY FEANCIS LYNCH, DIEECTOE, 
OFFICE OF DEVELOPMENJAL DISABILITIES, OFHCE OF HUMAN 
DEVELOPMENT 

' Mr. Humphreys. Thank you, Mr. Chairman and members of the 
subcommittee. i? i c 

I am most pleased to appear before you today j for the first time 
since becoming Commissioner of the Rehabilitation Services Admin- 
istration, to provide an overview of the programs under the Develop- 
mental Disabilities Act, and to present our recommendation that the 
pro-am be extoiuded for 2 years. 

The administration believes that the developmental disabilities 
program has been successful in helping the States to plan, evaluate, 
and implement service programs to assist the developmentally dis- 
abled to achieve maximum functional skills aUainable within the least 
restrictive environment. ^ ^ j 

Before I begin my testimony, I wish to reaffirm for the record a 
few statements I expressed in an inter^'iew shortly after I was sworn 
in as Commissi?>ner on November 7, 1977. ^ n 

In accepting this assignment, I intend to be an advocate for all 
disabled populations of our Nation and for programs that are de- 
signed to serve them. • • t j- 

\11 Rehabilitation Services Administration programs, including 
the recently acquired developmental disabilities program, exist only 
.'for the benefit of those who are disabled. I m^ght add they do benefit 

society as well. • xi. j i 

I am a strong believer in consumer participation in the develop- 
ment of policy, planning, and programs. . J . K^^^;^ 
I am attempting to develop the Rehabilitation Ser^^ices Adminis- 
tration office as a coordinative and support office which is involved 
with the total needs of the disabled. It is not surprising that after 
6 months of servic^i^ tKJs position, I hoW these same \;iews today. 

The DevelopuveiitW Disabilities Act enables tRe Federal Govern- 
ment' to assist inVprovidinfr the coordination of-^seryices to a popula- 
tion which has complexity of service needs and helps to marshal 
and coordinate resources, both human and financial, so that the most 
efficient, effective service delivery and program direction may be 

attained. ^ * ^ ^ ^ ^ i t 

This act also has enabled the States to develop a data base for un- 
derstanding the disabled population's needs, develop new services and 
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model programg, enlist maximum consxmier participation and ad- 
vocacy for the protection of the rights of the disabled. 

The present legislation, Public Law 94r-103, was passed in October 
1975 as the Developmentally Disabled Assistance and Bill of Rights 
Act and its major provisions are: *n jy 

It provides support to the States for a wide range of diversified 
services in terms of lifetime human needs of persons with develop- 
mental disabilities. 

The basic goal of the act is to provide for a significant improye- 
tnent in the auality^ scope, and extent of services for persons with 
developmental disabilities by means of : 

Comprehensive State planninjg for the current and future needs of 
^the DD population; coordination and appropriate integrated util- 
ization or existing services and resources for the developmentally 
disabled at all levels of government and in the private sector; deyel- 
ment and demonstration of new programs designed to fill existing 
gaps in services and of specialized resources to streSgtKen and expand 
present service capabilities. ^ 

The target population of Public Law 94-103 consists of childi:|n 
and adults having substantial and continuing handicaps originating 
during childhood and attributable to mental retardation, cerebral 
palsy, epilepsy, autism, severe dyslexia, and other conditions found 
to be closoly related or requiring treatment similar to that required 
fop mental retardation. 

It is estimated, as the chairman indicated earlier, that there are 
in excess of 10 million Americans who have developmental disabilities 
and over 5 million who can be classified as substantially handicapped. 
The sutetantially handicapped developmentally disabled population 
represents almost 2V^ percent of the total population of our country. 

At this time, as I indicated earlier, the administratiqn is proposmg 
a 2-year extension of the existing Developmental Disabilities Act be- 
cause we believe that this important program should not be changed 
before the completion of^the studies that were mandated* by Congress 
and are now underway. I will discuss each of these as part of an 
overview of the administration of the act, as well as your bill, Mr. 
Chairman, H.R. 11764. • . . 

In, addition, I might interject, we believe it. is essential to limit 
the. expansion of the act at this time because we feel that a number 
of tilings are impinging on the devlopment of services and approaches 
toward meeting the needs of the disabled population, both within 
HEW and without. , t j- 

We have had a White House Conference on Handicapped Indi- 
viduals which made a numbea of ^commendations. Under reorga- 
nization within HEW the Rehabilitation Serv^ices Admirystration, 
I hope, will become a major focus for the disabled within the Federal 
Government. So, there are a number of things that I think we have 
to take into account in developing our policy and our planning for 
* this population as well as the total population of disabled citizens.* 

The present act. Public Law 94-103, is divided into four parts. 
Each of these parts contains important program elements for indi- 
viduals with developmental disabilities. I would like to review each 
of these parts explaining the program progress we have made 'and 
share with ypu the plans for the future. 
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^ PART A — GENERAL PROVISIONS 

This part of the act provides for two essential State programs for 
Tthe disaoled: A habilitation plan for each individual with develop- 
mental disabilities, section 112, and a protection and advocacy pro- 
gram, section 113, administered by each participating State. 

Service programs have begun to develop and use individual habili- 
tation plans. Persons with developmental disabilities are benefiting' 
from them. Those are taken from the concept developed under the 
Rehabilitation Act of 1973, the individually written rehabilitation 
program which has proved to be so successful in aiding the client. 

The Department is in the process of completing instructions to 
Stattes in the assessment for client growth and development which 
will aid in the standardization of habilitation plans. This effort will 
be completed in the next 2 years and made available nationwide. 

Each State participating in the program' was to have in place a 
protection and advocacy system by October 1, 1977. The protection 
and advocacy program is intended to insure that the rights of each 
disabled individual are protected and that each person receives 
services when and as they are needed. The protection and* advocacy 
program also protects individuals from getting lost in a complex 
service system, which involves several public and private servdce 
agencies and from inappropriate placement. > \ 

We are proud to report that 53 of 54 States and Territorie$ had 
approved plans for their protection and advocacy system by the re- 
quired date of October 1, 1977. A variety of aids, such as guidelities 
and checklists, were provided by the Department, as well as early 
and continuing training and technical assistance. 

The protection and advocacy programs are now in operation and 
early reports of their activities indicate that they are successful. How- 
ever, because the protection and advocacy programs have only been 
. in operation since October 1, 1977, just months, we believe it is 
necessary to allow these programs to mature before measurement of 
their effectiveness can be realized. Wo plan to do that this year. 

' PART B — UNIVERSITY AFFILIATED FAriLITIES 

The university affiliated facilities program has developed many 
model programs of services to the development ally disabled over the 
\'ears. The university affiliated facilities also play an essential role 
in providing interdisciplinary training for ]>ersonnel needed in serv- 
ices for individuals with developmental disabilitfts. It is important 
that this program be continued. ^ > 
' The Department is in the process of evaluating the university affil- 
iated facilities program, more clearly defining its' relationship to -and 
coordinating with similar maternal and chiM health programs, and 
will'develop performance standards for this activity. 
As you know, UAFs are supported both through the developmental 

' disabilities program and maternal and chil(J health programs. We 
will help to develop program performance standards for this activity. 

•Upon completion of the evaluation and coordination studies, the 
Department will recommend changes to help improve training 

^ programs* • " 
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With the introduction of the Developmental Disabilities Office to 
the Rehabilitation Services Administration, we are beginning to 
examine the interrelationships that might be established between the 
UAFs eijfd the research and training centers under that Rehabilita- 
tion Act . . " 

\ ] ' ' ' 

PAlrr C — GRANTS FOR PLANNING, PROVISION OF SERVICES 
AND CONSTRUCTION 

The major purpose of the DD act i^to provide coordinated services 
by the States for individuals' with developmental disabilities. This 
coordination, in part, is accomplished .through the development of a 
comprehensive State plan. The comprehensive State plan contains 
five imribrtant areas of information concerning the target popula- 
tion and available services, including: A des^ption of the State DD 
population; an identification of the service needs b^ age group; a 
description of the exisfmg service' network includmg quantity of 
participatits and quality of service; a description of identified gaps 
in services; and a cpmprehensive plan containing goals and objectives 
for filling identified gaps utilizing existing resources within the 
State. 

During the "past 2 years, the Department has adfninistered a pro^ 
gram to help States develop guidelines for the implementation of the 
"State Plans throughout the Nation, We are pleaded to say that every 
State has responded this year by following the guidelines, format. 

As a* result, the States are learning more about the developmental ' 
disabilities population, service network and the service agency objec- 
tives than ever before. An analysis and additionafexpiBrience in this 
comprehensive planning effort will permit the identification of legis- 
lative recommendations in the next few jears. t , 

One of the important program components of the^Developinental 
Disabilities Act is the mandated State Planning Oouricil. This coun- 
cil is one of the few examples where consumers nave actual input into 
program and policy decisions. The consumer activity in program 
planning is of considerable interest to me and ^sic to th^ dcArelop- 
mental disabilities program. • 

The State Planning Council supervises the development of the 
State plan. The act, section 137, requires that one-tihrd of the council 
be composed of consumers. Also, the act requires State agency di- 
rectors to be members of the council. . . * . 

In this way, both the receivers of sendees and providiers of service? 
are involved in the creation of the comprehensive State plan, its im- 
plementation and the evaluation of the service system. As I haVe 
. stated, I believe consumers should have input into programs which 
affect their lives. The State DD planning council, because of its re- 
quired inclusion of consumers, is a vital part of the developmental 
disabilities program. . h . . oa 

Let me intenect again to indicate that new tirganizalion of RSA 
'includes an Office of Advocacy and Coordination^ which wijl adopt 
for the first time within our agency a major focus where disabled in- 
dividuals and groups and organizations of individifals can come to 
have definite ^nput "and effect on the enfiri pfbgram of the Federal 
Government with -respect to the programs|that affect them. 
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* We are aware that H.R. 11764 presents pnonties to which the . 
developmental disabilities' community sli^uld f^us its attention ^Ve 
woiild like to have additional time to investrpate^the basis for these 
suggested priorities, validate them, and •determine the impact that 
they would have on the target, population. The . «f .^^^f' . 
State and its delivery of ser^ncfe will require careful analjsis if spe- 
cific priorities ure to be mand^ited by law. * • ^ - 

We must assure ourselves that " these priorities do not duplicate 
ser^-ices provided under pther Federal or State programs serving the 
dirabledW as Hiatemtl and child health. Therefore, more time is 
requiredto study these^ priorities and their impact m relation to the 

needs of our population. . ™,.;„„- tViPv 

I mi-ht say in reviewing those priorities, nt first rexiox, thej 
looked most meaningful and impbrtant and renert in a smaller ua> 
my directions for the entire program for.tlie disabled. 

P.\BT D SPECI.\L rROJECT OR.\NT.S 

* The Department has been active in increasing technical knowledge 
assisting' State councils and service agencies and exporting model 
programs for ^^eneral utilisation througli the use o special project ^ 
Ss. Becaus^ of tlieir significance. I want to c,te tlie following ex- 
amoles of the development of onr technical knowledge: 

Identification, of characteristics of the residents and hose indi- 
vidnals rei;a^d by long-tenn care facilities for the mentally retarded 
and their adiiistnient to the coiiinninity setting.- . 

Development of "model diagnostic and training techniques for heal- 
ing impaired devplopnieiitally disabled persons. ,.iUv*nf minor- 
Identification and evahiation of tlic quantity and qna1it> of mmo, 
itv participation in the .levelopnicut .Iisa1)i1itics .nioveniont. 

■Development of expertise and km.wledge concerning the problems 
of af'in" and the aged developmental! V disabled. • , ;„„ 

Development of c.ommnnitv based agency , capable: of fui-nishmg 
an arrav of residential and other service/alternatives. 
. VSre earcb efforts liav. provided tbc Department ' ^""^ ; 
ed^e and service models that aid tlic ,knc1<,pn.cnt.11y disal.lcd We 
are particnlaHv interested in getting th.se newly -.xated ino<lels to 
s-rvice a^'encies in an orderiy and timely faslnon. 

Ti e Department has also been diligent in proyuling information 
nnd assis ^noe to significant groups involved .with the developmen- 
Ja llv di abled. We have develoT.ed technical assistance prognuns to 

Assist Federal agencies which have the potential for expanding 
or imnrovin-o- tlieir services to the developnientally- disahleiU 

TraTthe State DD councils or subsets or nnits of the councils; 

""'fliZ^^lTlj;;:!^:^-^^ u.U...Wr.,u>u.^ ........ for training 

■u, 1 ted nical assistance in coniprebensive planning ftiid eva nation. 
' t is nportant that the special projects' extend onr 

een i ig o.ir population and also deve1<ip assistance for the groups 
i,,volve<l with the population. We bave accomplished both of these 
tasks throngli tlie special projects grants. 
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Studies and recommearfations: I am happy to report to the^Coff- 
gress that 'the Departoient has compiled with the'^D Act's l^quire- 
ments that ^rtain stales be coDfihicted. We hgve con[jpleted a reyie\« 
ajid -^valuauon of Ithe standards and qimlity assurance mechsAisftis 
appllcabfe to indivi4uals with <JeveU)pfhental^i^H^^ aiiid devel- 
oped ihodel standards ^or^ograrns for persons with developmcntafl 
disabflities* . */ > , ^. ^ 

^ko, there i^ a quality assurantie mechanism for impilementinp the 
gtandirtfe. At j)resent, we^JfeyStudyin^^'th^e feasyM^ity and implemi^n- 
tation strategy for Sie model standards. Thrs.efi^ >vill beltoncluded 
'byfhe end or fiscal yeaij 1980. • ^, * * » 

Also, .Cne Departmelit has completed tl^%^dy of the definftion of 
developmental disSBrlities »which was auWioriz^d by Congress in 
Public Ea\m»94-f03. Congress authorized a national task forc^on the 
definition of developmental disabilities. The, majority of the task 
force recommended a relatively significant expansipn of the definition, 
while, a sizable minority recominendffd a definition closer to that of 
tile current la^. ^ 

We believe that for the time being, the existing clofinition should be 
' trained until *we have had an opportunity to analyze t^e impact 
wljich tlie majority opinion would have on our population. We have 
initiated a study to determine the impact of such a significant 
change, and the report should be available to Congress within the 
next2 5'ears. ^ 

I might add that the Department as a ^^llO'le lias under consiflera- 
tioh, and it has- had for some time now, the possibility of establishing 
a uniform definition throughout the Department for programs on 
disability. The same issue is under con.^ide^ation with respect totlie. 
Rehabilitation Apt. It is a very complex kindvpf prcjl^lem and I>fiink' 
that in that context, the definition of the dcvelopmentally -jdisabled 
'should also await our study of that area. 

Finally, we have concluded the evaluation^ of Uic social and'legal 
issues of the confidentiality of records for our cFftnts and as assess-^ 
ment instruction for client f^owth and develc?pment. We arc in the 
process of developing an overall design and specifications for an 
evaluation system: * 

' /The DepartmentMias ^lilable summary results of the corrfprehen- 
siye Staterplans for fiscW'year 1078 as compiled from the DDEIS 
' format. Also, we have available the detailed reports from the special 
studies which were mandated in the. art. We have jnade JBome pre- 
sentations to your staff and would he pleased to' be availal^ for any 
additional meetings in Mhe future. We l>elieve that we have made 
siccnificant progress i1\ the last 3 years in providing ser.vices for indi- 
vicTuals with developmental disahilifies. ^ i 

In addition to a*2-year extension, the administration is requesting 
through t be* budget process SQl.O million for fiscal year 1070 and in 
the autrforization such sums^as arojjiecessary for fiscal year* 1980.^. 

Specifically-, wemre requesting t.l>^f following an^unt for each.oof 
the program compon^ts : * -y - 

Section 113(b)(2) — protection and ad\'ocary proirranv $3 jnillion; 
section, 123(a) — university affiliated pfoi?rams^ i^G.ii^ million ; section 
131 — basic State grants, S46.0 miiUQn--this is an increase' t)f $16.8 



million over the appropriated amount in fiscal year 1978; section 
145 — special project grants, $5.5 million. • 

We mtend to work closely with the subcommittee to improve State 
services and the service delivery system for the. benefit of individuals 
with developmental disabilities. I appreciate this op^rtunity to 
testify and look forward to assisting you i^the future. 

I shall be happy to answer any questions. 

Mr. RooEBS. Thank you very much. That is a helpful statement. 

I might say it would be helpful to'thejcommittee if you could state 
a specific figure for 1980 ana 1981. I realize you recommend such 
sums biit this committee will write in specific amounts. 

Mr. Httmphkeyb. As I indicated, Mr. Chairman, we are proposing 
a 2-year extension for 1979 and. 1980 find presumably Uae level for 
'1980 would reflect the budget request ' and we would ITnticipate a 
level funding for that purpose of $61.9 million. 

Mr.KoGERS.For 1980? » ' 

Mr^UMPHREYB. Yes. «^ * 

Mr.^RooERS. And for 1981 ? - ^ 

Mr. Humphreys. For 1981 we are not recommencing any level be- 
cause we are only asking for a 2-year extension. 

Mr. Rogers. What I am saying is that it would be helpful to us 
to have a figure for that. 

Mr. Humphreys. We can provide that for the record. 

Mr. Rogers. Thank you. 

[The following information was received for the record :] 

^ Because of our expectation that the nature of the act would be modified 
substantiaUy as a result of our review over the pext 2 years, and assuming 
thrft the committee wiU agree to a simple Sfcear extension, we are not in a 
position to' recommend a funding level for, fiscal year 1981. 

Mr., RoGERsrSr. Carter. 

Mr. Carter. Thank. you, Mr. Chairman. 

I want to compliment the gentleman on his^excellent presentation. 
I am particularly impressed by<thfe fact fliat you mentioned dyslexia, 
which is something on whichr I want to focus a little hit more. What 
is your estimate of how many persons would be added to the "DD" 
program coverage if the task force's recommended definition were to 
be adopted ? - ^ 

Mr. Humphreys. You are speaking otthe majority report ? 

Mr. Carter. Yes. Of course, that is the recommendation. But I got 
the impression that you did not want to follow either the majority 
pr*'the minority report according to what you said. 

Mr. Humphreys. At the moment, no, ■\ 

Mr. Qarter. If you adopted the majority position, which I think 
' would be the. logical thing to do, how many more people 'would be 
included in the developmental disabilities program? , 

Mr. Humphreys. It is really quite difficult to know that. Right 
now there are varying and different interpretations of who are in- 
cluded in the DD population. The study was an attempt to really 
narrow the' focus and at the same time expand it. The t>narrowing 
, woald be in focusing on those in the DD, population who are more 
substantially disabled. The expansion then, of coui^e, would relate 
to disabilities other than mental retardat^, cerebral palsy, autism, 
dyslexiamid epilepsy, which ar^- develop^iental in nature and occur 
prior to age of the majority. 
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Mr. Cakteil They are part of the law at the present time. 

Mr. Htjhphbetb, Yes; they are. , . 

Mr. Cakter. How s^e«ful have the State DD .programs been in, ^ 
generating new sources of^support for persons with developmental , 
disabilities as compared withr efforts to increase access to existing 
services through better coordination at the State level? Have you 
been able to generate new sources of support at the State level • " 

Mr. HuMPHmrs. There have been successes in that area, certainly. 
As the respect at the State level for the Developmental Disabilities 
Council increases and as their effectiveness increases^ their capacity 
also increases to have an impact on other State programs. 

Mr. Cabter. You have> noticed then increases in appropriations by 
the States for these developmental disabilities programs ? 

Mr. HuMPHKETS. If I may, Dr. Carter, ask Mr. Lynch to respond , 
to the specifics. ' ' ^ • c* * 

Mr. Lynch. Yes; in both instances in .terms of mcreases in Mate 
general revenue dollars and access from other Federal-State pro- - 
grams we M'vb noted an increase. We can provide you with an anal- 
yas based on our rec^t work done with the fiscfal year 1978 St^te 
plans in that area. * , ^i. 

Of more significance in terms of the ability to access funds the pro- 
tection and advocacy progr^, for example^ bas in a very short 
period of time gathered other resoutces in .terms of State general 
revenue sharing and other public and private sources. In Illinois, as 
an example, the protection and advocacy pr6gram got $1^ million from 
general revenue to conduct a pi^tection^ and advocacy program in 

• excess of' the base amount available in that gtate to finance that 

program. o i i 

Mr. Cabteh. Do you follow these progrjtnjs down to th^ State level 

to see how they work ? ^ 

r liYNCH T^es j. * ' 

Mr! Carter. How well are the States complying with the law?^Are 
they enacting good programs to aid^^e develppmentally disabled? 

Mr. Humphreys. Mmy are doing- «o -kernes of course, are -not. 
There is really no uniformity. ^ ^ . 

Mr. Carter. Are those which arje not conducting good programs 

* still receiving funding from the Federal* Government? 

"-^'^ Mr. Humphreys. The funding that they receive through this pro- 
i gram is, of course,- in the nature of coordinating dollars. It* is not 
really service delivery dollars. The expectation is that the DD money 
will aid the States in developing a recognition and a sensitivity to 
the needs of this populatipn and will,- as a result of that, increase 
their resources directed to the .developmentally disabled, bc^e are 
more receptive than others, quite simply. 

Mr Carter. There are some service dollars in there. r 

Mr. Humphreys. Yes; but its primary purpose is to serve as a 
catalyst for bringing together the resources of a number of programs, 
at ledfst nine, under the law. ^ j j 

Mr. Carter. We haVe many schools for the^ mentally retarded. Uo 
service funds go to them or hot? 

Mr. Humphreys. There are funds, of course, provided under a 
number of diflferent acts. I do not believe that the service dollars, 
under the DD program go specifically for schools for the mentally 
retarded. Mr. Lynch can answer that more specifically, I think. 
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Mr. Lynch. No; not directly in' terms of service. But in terms of 
developing the institi|tionalization plan for the State, for the State 
public institutions for the mentally retarded, there are DD dollars 
invested in terms of planning and in terms of the identification of 
that State plan. ^ 

Mr. Carter. But not many service dollars? Most of it is at the 
planning and coordinating levels. Now, I would like to ask you how 
much rnoney you are spending on osteogenetic dysplasia. 

Mr. Humphreys. I think probably none, unless it is associated with 
another disability covered under the act whieh results in multiple 
handicaps. 

Mr. (JARtER. We have people with osteogenetic dysplasia who have 
multiple handicaps. It implies multiple handicaps. It is very difficult 
for them to move around. Are we domg anythinpr for them? 

Mr. Humphreys. Yes; indeed, but not enouprh for any disability. 
In the area of rehabilitation, departinpr somewhat from the purpose 
of the current testimony, I cannot jrive you numbers. But each dis- 
abled individual who has a reasonable expectation of employment 
capacity may be determined eligible by a State Vocational Rehabili- 
tation a^rency.'for services. There are, of course, dollars available 
under title XX. 

Mr. Carter. Not from this? 

Mr. Humphreys. That is correct. Unless there is a relationship to 
the primary disorder, a developmental disorder. 

Mr. Carter. Of course there is a relationship to it. These are de- 
velopmental disorders. People are born with them. 

Mr. Humphreys. Yes; btit umler the law the only ones that are 
susceptible of beinpr provided those services and that coordination are 
those four major cateprories. 

Mr. Carter. That is ri^rht. Tinder this lep:islation. ft does not go 
very far or do very much. 

Mr. Humphreys. I cotild ftot a<xree with you more that we need to 
do a great deal more for all otir disabled population whether through 
this ^ct or another. 

Mr. Carter. Thank you. 

Mr. Rogers. Mr. Ottinger. ^ 

Mr. Otttnger. Thank you, Mr. Chiiirman. • ' 

I wonder if you can give us figures on what the impact would be 
of eliminating the age^2 limitation which presently exists and which 
is recommended to l>e^ontiiuied by both the majority and minority 
task force reports, what the impart wotild Ik? if we specifically were 
to include multiple sclerosis, and give us some idea of what programs 
are available presently for multiple sclerosis victims? 

I have the impression that these people are particularly tmder- 
served and have frequently l>een underserved. 

Third, if you would cofnment on S. the amount ])rovided 

under that legislation and whether yoii think the aniotmts there au- 
thorized are adequate to take care of the oxpaijderl scope nf the pro- 
gram that is contemplated. 

Mr.. Humphreys. Thank you, Mr Ottinger I will certai. . respond 
to (♦ach of those. 

First, I think I need to know with soniewhat.mrtre speoifteity what 
you mean by removing the age Imit. Do you mean that in the context 
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of the population that is included within the curreiAdefinition or the* 
proposed definition ? ^ 
' Mr. Ottingeil That is right. li we were to broaden the definition 
so th^t the specific diseases covered mental retar3ation — maybe that 
is not properly defined as a disease, but a disability — mental retarda- 
tion, autistic behavior, cerebral palsy, dyslexia, if we broaden that 
so that they would not have to oe as ascertained before the age 22 
but were covered at whatever agC the person was inflicted with that 
disability, what the impact would be, how much more money would 
be needed to enable you to provide meaningful programs that are 
directed at these problems for, people who are afflicted with these 
particular diseases as adults. - 

Mr. HtJMPHREYS. Let me suggest that inasmuch as these categories 
of disabilities are for the teost part by their nature developmental, 
the effect of removing tjiat age limit per se would probably have very 
little effect. I could perhaps get a more specific answer to that from 
Mr. Lynch. 

Mr. Lynch. Yes; the question of the cutoff at 22 or 18 was ad- 
dressed in our definition study. It came through in S. 2600. We woyld 
have to make an ^issessment of what the numbers would be by in- 
creasing the age of one's disability. > 

Mr. Ottinger. Can you do that for us in a fairly short time frame 
so that we could make that consideration knowledgeably ? 

Mr. Humphreys. We will attempt to do ijijit quickly for the rec- 
ord, Mr. Ottin^r.' * * / 

[The followmginformatioawas received for the record :] 

It does not appear that the number of individuals defined as developxnentally 
disabled would increase substantially. (+5 percent) 

Mr. Ottinoer. What about adding multiple sclerosis,- which I un- 
derstand is a disease which is generally not apparent until an older 
age? ^ 

Mr. Humphreys. I do not think the genesis of multiple sclerosis is 
generally known or when its onset l^egins. Certainly, I agree with 
you that multiple sclerosis, along with other specific disabilities, have 
been underserved by our programs in the past. 

Quite recently, I concluded with the National Multiple Sclerosis 
Society an agreement to provide greater emphasis on joint efforts 
toward service? for the population who have multiple sclerosis. I can 
provide a copy of that memorandum of agreement for the record if 
' you wish. * . 

Mr. Ottinoer. What kind of impact would it have and what addi- 
tional resources would you need if we were to add multiple sclerosis 
specifically to tins legislation ? 

Mr. Humphreys. The total ''MS" population, as I recall, is some- 
thing around 500,000. If we were to mandate services coordination 
for that population, my assumption would he tlien that that would 
increase the total population covered under the existing definition by 
roucrhly 5 percent. 

Therefore, the additional population would not be that great. 

[Testimony resumes on p. 71. ] , " 

[Questions from Congressman Ottihger and Mr. Humphreys' re- 
sponses follow 0 • 
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QueBtloo.s From Congrweman Ottlnger and Mr. Humphrey's Responses 
Q: What iwuld be ttie Impact, In terms of the n.n^er of Individuals 
inclMded, of Increasing the age of onset of a disability? 

A: The Rational Task Force on tl.e Definition of Developmental 

Dlaabimies addressed this Issue at the second and third of Its 
meetings and requested that a staff paper be prepared on the 
issue. Attached Is a copy of the Issue paper. Susnarired 1>elow 
are aoM of the iMjor points from the paper and the Task Force 
"Flnel Report: 

. The Task Force' examined the Iss-tes of origination (point 
at i#hich the condition began or was caused) and tnanlfes-. 
tatlon (point at which the condition became evident or 
was detected) and decided to focus the age of oiTset on ■ ^ 

manifestation since It Is manlfesj^ tatlon which actually ^ 
affects the developnjent of -in Individual. This Is a 
change from the current definition which epeclflcs origination.^ , 

The age of onset for most of the disorders Identified ^in the llott^ 

.* " * • 

McDonald study Is either before age 20 or, after age,3a (p.ll>, 

* >» . .* 

It does not sppear that the number of individuals defined as 

develx>psiqntallly disabled would Incts^see' subrtatitlaXly C^XJ 

with the change from age 18 to age 22. ^Thl, Taak Pbrae recommended 

the change to age 22 for 'the following reasons:^. \ ' 

1, It represents a gener;»lTy accepted ew! point 6f f ^ 

• ■* 

primary maturatlonal period. ' 
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2« It It consistent with a variety of programr^ax, S<H:lal 
Security, welfare, <»4acatlon, etc) vfalch i&e this age 
ee a •critical point, 

Q: What would be the lopact on the developaental disabilities pro-am 

If naltlple sclerosis vere Included as a ^^alopoental dlsabllltyT 

f 

A^" When -national associations were contacted by the Rational Task 
Force on the Definition of Developmental Disabilities to request 
their Input Into the study, the Multiple Sclerosis Society 
responded that they fait thmt nultlple sclerosis was not a , 
developaental disability. The nanlfestatlon of nultlple sclerosis^ 
usually In early adulthood; generslly eliminated It from the 
, consideration of the Task Force since there' was general agreement 
that the definition should focus on the developmental period, 
the crucial naturatlonal period. VThen multiple sclerosis was 
diagnosed In the under age 22 population, the Task Force 
definition vould Incltide those Individuals vlthln the develop - 
mentally dlssbled populstlon. 

The Task Force report specifically mentions ^multiple sclerosis 
> as a condition %rhlch originates early in life but wh^ch does 

tiot gex^rally manifest Itself until adulthood. To quote from the 
. ' report," Persons with such conditions were considered to be 
'f "■ significantly different in terms of their developmental experiences 

And;se^H.ce needs from those 'intended to served by the Developmental 

^\ v Dis«bUitlesVftrogrsm" (p. 13, Final Report) . 

'•- ■ 'i.'^.. ' V ^ • 
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1.0 I M TB ODU CTIOM , • - 

Darin9 the Meetings of the National Tesk Force on the Definition of 
Dvveiopaental Disabilities, there has be«n noch discussion on the issue of 
•qe on onset of developnental disabilities. Sone Task Force members prefers 
the concept of the disability originating between 0-18 years (as in the 
'cifrrent definition) while others feel that phe cutoff point should be extended 
t6-21 years in order to nake the definition K>re consistent with other fed- 
•ral prograaw' definitions. Still others felt that since the tern develop^* 
Mmtal includes all stages of life no cutoff should be used. 

Belated to this question of cutoff points is origination of and 
■anifestation of disability. By origination , we mean the point at which the 
^teclfic condition actually began or %«bs caused. Manifestation refers to 
the point St which this condition became evident or was detected. In many 
cases, s condition originates st birth but is not manifest until later in ' t 
childhood or even in adulthood. Often, a condition may only be manifest 
«hen it has resulted in a liaitation *in functioning or in a disability — 
th«t is, an inability or limitation in performing social roles and activ* 
ities in relstlon to' work, school, family, or independent liviirj. some - 
TSask Force menbers feel that the .definition should include only those 
persons with disabilities having their orlginafijon 3inA manifestation before 
the particular cutoff point (18/21/or- whatever! ; others feel that persons with 
disabilities originating before the cutoff point but not manifusting them- 
selves until later in life should also be included. For ex^unpln, certain 
types of epilepsy nay originate before e^e 18, but seizures arr not evident 
until later in life, or in the case of diabetes the condition m.^y occur 
early in life; but disabilities resulting from it, such as blirilness, may not 
occtir until adulthood. 

In short, two questions related to this issuer need to resolved by , 

c * 

Task Force mcnbcrs at the September meeting: ' / 

(1) What age cutoff point, if any, should b« used in the 
definition of developmental disabilities? 

(2) If an age cutoff is used should it refer to origin.ition 
or to manifestation? 
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The Task Force i» faced, with five »ajor options regarding these 
U«ue«.» The definition, can include persons with disabilities .havingX 

(1) origination and manifestation before age 18 , 
rationale: in order to maintain focus and intent or 
original lcgl?lation: 

C2) origination and manifestation before' age 21 

ra tionale : to maintain the childhood disabilities focus 

. yet make the age limit more compatible with 

other federal and state legislation age limits 

ii) origination before age 18, but manifestation after that age 

rationale: to include all persons whose disabilities — 

'- originated before 18, whether or not they 

were manifested before that point: 



origination before age 21. but manifestation after that age 
rationale: to include aU persons whose disabilities 

" originate >efore 21, whether or not they 

were manifested before that point; 

origination and manifestation at any point in life 
rationale: to include developmental disabilities 

" originating or manifest at any point in 

life in order to be con.-,istent with thcP 
term. "developmental" which implies a lifelong 
pr^ess . 



J15) 



' This paper addrlj^es these options by examining some of the 
underlying policy, progrim and-^politicel issues and by presenting, where 
posei-blc, existing- data on technical issues such as the incidence of 
disabilities by age and the prevalence of tUsabilities originating during 
Childhood but not manifested,«ntil adulthood. This paper is notintended 
to serve as an exhaustive review of the literature, but rather, as a 
resource to Task Force members in making their decisions. 

The Task Force is faced with two related decisions which are 
displayed in thgt following table: 



originates 



' manifests 



prior to specific age 



^^a^ any point in lif 



-These particular options are presented because ^^;;^%-^^-:^S\:^:,ri^:^:ngs 
•pproaches which emerged during discussions at the first and second 
of the Task Force. • - 
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Givm thtfM decisions th^e A Utree R^in possibilities: 

1, Only disabiXitias both ftciginatin^^ and manJ^estiitg prior to 
• ^lacifiad a^a triU ba A^oded. 

•2. X4«abilitias^)^in^in^>rio|bto a specified age but man i-^ 
festjji9 at any tiae during a person's iifc^will £f Included. 

^ 3. Disabilities originating and aanif eating at any time dyring . 
a peraoa*a life jvill b« included. i 

Ihia criterion (age on "onset") -ia one of the descriptors to bcused 
in tha definition. Therefore, the Task Force -does not necessarily have to 
include «11 diaabilitiea which fall in^^^ of the above categories.^ first, 
wa have attawpted to collect data on what the size of the dcvelopinentally 
disabled population would be if diftorent age cutoff points weTft used. This 
infoiMtion will indicate- whether tl\.iize of . the total DD populaiioft could 
change* aubstantially if different age cu€of/ points were used^ 

Maaaa note that after ^itach of t^e subheadings which follow, refer- 
•nca is aada to the options (discussed in 1.0) to which the research is 
■ost relevant. 

2.p IMCIPEMCa Oy-^ltttDHOOD DISABILITIES (Option 1) 

' Infonoatiftn on Jtha'^lncidence of various disabilities by age is 
difficult, if. not ij<>oas^bJi^,^Q. obtain. .There have been »o»c stj|^ies of 
^"birth defacta, but after birth there are few studies conducted to provide 
an estimate of the occurrence of new cases of impairments. Dempsey explains 
that "such studiea axe of next to prohibitive cost and the feasibility of 
maintaining a.hi^ly mobile American population under surveillance for two 
dacadea ia highly questionable (DePV>sey, 1976}". 

Exparta tn the f iisld believe that the origination of virtually all 
childhood impairments is it birth. Hatfield (1973) found in his study of 
blind children that over 80 percent were blind from birth. In Dempsey's 
atudiea of cerebral palsy (1974), it was found that thf^ base majority of 
cases suffered brain damage no later than at the time surrounding birth. 
The iCavai a^udy,»in which 1,311 pregnancies were follow»^d until the childr.-n 
ware 10 yeara old, found the majority of the cases of handicapping conditions 
occurred at birth or during irtfancy (Bierman et a^, 1965). Similarly, Wulf 
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.t ,1 (»«6r. in tlUlr .JUi^y o( cOB,.niV.l tet.ct. in . . <l.f in^a . 

;;:^t pop«l.tiori . t-.lv.-i«r prioO l*9innin, with birth found that 

J8 oCth. S6 «««» of Wngenital Beferts requixJng jimq-ter. c»r. wer- 
«.,no«d i« the fir,tt« yriof lifi. H.X0..I0 (1971, follow,.. . birth 
cohort for 10 ye.r., ■ th.' c»ul>U« Incidence frequencies .ho-ea . hi<,h . 
*.t.ctio„ r.Je of defect, in ih. fir.t year of life, a considerable detec- 
tion -rat. of defect, until M»ut 8, and a low detection rate of defects 
thenafter. ^ 

»h.t are the i.pUcation., of these findings for this study? SLnce 
i. generally' held' that the origination ol all childhood impair-nents Is 
birth or infancy, we c«, ..su»e that a change in cUtoff point fron, 0-18 
to 0-21, or to under 18. woulA have little effect ontho size of the. total 
population included in t«. dcfiniUon. » change in cutoff point fro» 18 
year, would only be appropriate for reasons unrelated to sire of,.the popula- 
tion. For exa»ple. aooe Task Force members favored a cutoff point oC 2l 
year. .0 that the definition; wpuld be compatible with age limits in other 
legislation. However, an examination of qther federal legislation (Soe 
•Analysis of F^Jer.l Law." in Background ^«tcrials^ show, that there ip no _ 
• ingle age limit applied across the various proqran^s. Tor exampl.?, the 
Childhood Disability ^nefit. Program under the Social .Security Ac^ uses 
th. cutoff point of 18: the Early and Periodic Screening. Diagnosis and 
Tr.at«,nt »ct includes children up to age 21; the Education for All .Handi- 
capped individuals cover, children 3-18 years old,. TackTorc. ™=mbers 
w,uld need to identity the specific pieces of legislat.on with which it 
wishes the definition of developmental dinabilities bc^compatible before 
a change in age limit could be formulated. ^ 
2.1, incidence of Disabilitie s in Adl/lthood ^ 

. TO ixamine the implirttisms of eliminating the ago cutoff and 
• including .pocific disabilities originatina at any ...oint in.li.e. informa- 
tion o;-^h." incidenc-e of these di Abilities io adul-th«,d would ^ useful. 
These figure, would help determine the sire Ot the^ no-ly defined develop- 
«nta>ly disabled population. Howev.r, data.on th. incidence of disabilities 
* tn «Julthood are even -ore scarce than incidence sfudies of childhood' 
di..bi»ities because of the logistical and financial prob.^ in studyXn, 
•a cohort throughout life. To our .noiledge, no study has followed a sample , 
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of pTSon. throughout life to ^Wt^ntin. the incidence of disatiliticf; -t 

**** ^ ™r*il twofm of disabilirics of 

. Oooc«Rto«lly. ^ can di.ct».« t-o overall typ^ oi 

adulthood: - \, ■ ' ^- » ,• 

. ^ diabetes, etc. 

2. coi^itlon. originating ^r^ manifesting in adultnoo.-^ / . 
..q.. accidWits. trauMtxc imury. scnlUry. ptc. 

-The latter disability group occur, mofe frequently than those in the ""^^^^^ 

group. Because, the nature of these groups is so different, they shall be 
^ discvsfted- separately. 
2.1.1 Jisabtlities Orioinatinq i n Childhood/Manifesting in Adulthood 
• * (Option 2L * 
€• EJcperts agtee that a variety of conditions originate prenatally or . 
' at the Uw of birth but are not nanifested until later in life. In Apgar's 
study (1*68) of birth defects, she ideit^fied many conditions with delayed 
i^nlfestation. including . some Vhich are not manifested until adulthood. ^ As 
. seen in Tabled, some of the birth defects manifesting at 20 years or Uter 
include HuntingtiSn's chorea, Alzheimer's pre^ile psychosis, and dijbetes 
■Mllectus (late type) . 

In a draft -Review of the Commonalities ^nd" Difference r. of Various 
•teurorogical Disorders- (1977) presented by Mott-McDonald Associate, to the - 
Epilepsy and Huntington's Disease Commissions; the age cf onset o.f various 
«eu'rological disorder:, was examined. Table 2 lists disorders with age of 
on«.t m childhood and in adulthood. The disorders with ohsct in adulthood 
included mi^ltiple sclerosis, paraplegia, Huntingt.n's dise.=c. Parki..sonisrr.. 
amyotrophic lateral ^heroais, stroke, and aUheiners dimentias. 

Flynt (1973) identified, the foUbwing bir' h. defeats which do not 
generally occur until Uter in UfcV K>(>^rtvnsion . diabet... artoriosclerosi 

* «:hiWhrenia, and gout. Another c«ocli^>n in which Wnife.tat .on ir. often 
delayed is epilepsy. Lenox (I960)' (ci'ted in l^i^^i:ili£:vliL^^^^ 

* estimate, that only ^Ifghtly more than th,oe,fourths .of peo^l^ with epiK-,..y. 
have their firtft seizure before tho age of 20. y ^ . <r 



we 'know t^t a nunt^r of conditions cxist/^Mch originatc-at birth 
but are not manifested until a<*lthood. No study, however, haa attempteO 
to estimate the actual Incidence or prevalence of these dclayed-mani fr=.ta- 
tioh condit^oop: .The size of this group of disabi^litier. Is ^nknov-n ^-t i.. 
generally not considered large. ^ f 
2.1.2 Disabilities Originating and M anifesting in Adu Uho6d_JOmorL Jj. ^ 

m a report based 6n dita from the Social Security Survey of^.She 
Disabled 1966, the age of onset of various condUfons v-as cxan^ined. In 
■ this study, the ter^ "onset" referred to the point v-hen the condition was 
first noticed-that is. the te'nn is synonomous with the term -manifesta- 
tion- as used in this paper. In Table the age of man. fentfttion of 
various disabilities is presented by diagnostic condition .nd functional 
limitation. From this table, we can examine wh.ch typos of d...b. Ut ;e. 
i«st "frequently have onsets in adulthood; they are broken down .ntJUhe 
following ranges: 18-34. 35-54 , 55-64. Treltel sununari.e. the types 6f 
disabilities *mo8t common for each of these age range categoxies.:. 

A larger proportion of tljose with onset of disabUity 
between age 18 dnd 34 have musculoskeletal disordcrn th^n 
those with onset of disability .t oth.-r staqes in the Hfe- 
cvcle Many of these disordor-J ma/ be due to injuries in 
accidents and less to diseases which .re more preval*>»* 
early and l.-»ter ages. This qroup also h.nd a greater prof^r^ 
tion with mental illness or nervou. trouble than thn-.e, 
. disabled at other ages. Amonq t ho «^"''>^'^ ^ V s.b o U nbou 
three time., as many persons dasahU.l i n .arly -^^^ ' '^^'^ 
a jncntal illness or nervous condit-ion than^hor.e di....hUd at 
4ther ages. However, the qro.trr proiK,rri.uns r.hown^for youn, 
disabled adults of both rnqnculor-keletal dinordcr .nd rr.<.nt.l 
illness may largely be attributable to the low^r risk ..o 
these young adults of degenf-rative disc.st-J .isr.oc iatcl wilh 
•aging. The prevalence of thene dt.Mnv". tic c.tc^o^l.M^ ^ not 
greater for youhg- adults than older per-von. - .^'^7 
civilian populatiori.at risk is considered including tho f . 

• ■'"""Disorders among personr. ..ge 15-S4 appe.r to 

growing proportion of deg.herativc di.orderr. rola ed 

There Is an increased pro|>ortipn with cardiov.sou Ur ---^^ 

Nearly half who h.ve mu.culo.kelet.U disorders hwe 

or rheumatism com^.ared to loss than a third of • those . dir.abl .cf 

before age 3^- ^, j ^ -,,;„c Ki'-.-^.d 

This trend i. incro.n.ocT .nmong thor.c dir.abled at ^cjr .. S .4 , 
with about 40 percent, wt th ^^isordnr. du. to . cardiov.s.u 1 .r 
condition. Among the older Misabl.d. tho.c with on..et of 
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Jisabillty ^y^re aqc 55 had a «»«U«r prpporfcion of heart ^ ^ 
troi»>lo andTKh blood prosaure asHheir primary iinpairTBent -Wf- 
than did persona of the aame a9« with later onset of disa- 
. bllity. (Treital. p. 6). ^ " ^ * 

Ct are the implications of tjie Treitel report for the Task r 
Iterations or the age of originatiortt The data show that 
the types of disabilities with oj^gination and manif estatior>>in adulthood 
are oft^ quite different frpm tlioac originating i« childhoodi. tf the Task 
Vt>Vfce |!ocid»a that^the definition should inclbde d^sabiUties occurring iji" •> 
adulthood as^well as childhood, the fp program will be dealing with new^ 
types of disabled persons— many -who became disabled due to injuries in ^ 
accl^lents and to degeneracive disorders related to'aging. The service needs^ 
r of thes* groups *Inight be quite different frqjn th^o^ traditionally focused on 
by the W Program. A c'6irir)arison of service n^ds follows iS the next sectio^n. 

3.0 COMPARISON or SERVICE NEEDS OP VABIOUS GROUPS OF DISABLED PF.RSONS 

I ~ 4? 

Thus far, wc havj^ discussed three groups of disabled p€|^sons:^^r 

childfon with disabilities originating and manifesting 
orior to a specified aoe (generally IB ^r 21) 



pr^or to a specified ^e (generally IB 'br 21) 

(2V adults yith disJfolities origina^g before * speci^d 
age (age 18 or 21) but manifesting aftor tha^ tim*» 



(3) adults wfth dl84i*l it ieff*orlgina ting and manifesting at" ^ " 

a(ny point during'life • 4 . 

The main emphasis of the DO Program .has :^en on persons in this first ^ ^ 
category. «n casei^- persons in second groyp have bftrt include^^ * 

Persons in the third group traditionally have bfcn excluded from DD i^^.^ 
Programs. Hoy different are the ne^Bs rff the latter two groups? Would V . 
the DO Program ^ able-to^lan ^nd ai^vocate for their neodg as well as 
those It has traditionally served?.:^ ^j^jf ^ 

Many 4)e<Jple argue ^hat the service needs of t^^ groupn are very^ 
different, particularly the needs of the firct group as^contrasted with the ^ 
latter two groups. As Demp^cy (^1976) '^jsJUmmarizes , "...for the adult population 
the princiiial precipitation"" o f disability is seen'as the loss of ability 
to continue to meet long standing demands for the environment J?y this is 
In contrast tor^^di^velopmcntally disabled children who never had »crtaiTi ^ 
abilities or who ^lost^ abilities early in the developmental years before 
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■ ontorlhq the traditional performan.-c, <loma„.lin., cnvlrn.uncn. nf chn.lh.Kvi. 
™ch ..-.chool. these chUdr.n there U .o lo«,.of abllUlo. wh., h 

had b.en used to i«.t environmental porf-<.r»anco do»w.nds.; Persons who 
* bcco™. disabled in adulthood need rohabi 1 Uation services. Porsons dls.bU 

,t birth or in ^5faidhood need habil'itation ser-vices-thcy never h.K 
• .kills abilities to, which they c«ld then bo rehabilitated. 

tr.itel confin-s these findings In his report, ^lalr>ln<, thM 
natu*. and c<>nsec^ences of disabilities are quite different for ch:Ulr.-n, 
-* workln,-a<,e adults, a^d older persons. According to the ss;^ data. I'K..,^ 
.. person, disabled In childhood had the following charac-tcr ...tics iyp. S-) : 

in ten.3 of functional limitations, a '''^""5 r-'!'°';i''" ^^j^,. 
.■>he childhood di.abled<V,e« so functionally » "'"'^ J° Z^' 
physically.^ependent^23 percent)' than those c,>..bU l 
% When adults (about 16 percent). Among the severely d>=able>l 

■ ^ut hSlf Of the childhood disabled were dependent c.mpar.rd , _ 
'-' ■ ^to about 30 percent of those disablc-d later in .lU-. ., 
"'a smaUer proportion of the childhood disabled had minor and 
^ • ■ ;«,^«.te.degr^s Of functional Umltatlon but a grc..,ter pro- 

^rtion of the childhood disable were ' ■^^■f "2' " 

* ^ had no loss. -Thus. thoie,,dis.,blcd in , 

ported » have more extreme ranged of functional lo.s th.n 

i^rsons who became disabled when adults. , < _ 

■~ ,„ terms Of service ne,-d.s,Tr...„.l.v,,K„he..z...n.atd..ab.UMe. 
'occurring in early childhood may U-ad ,.er...,n. .„ great,., de, Vn.y^H.a,, „„.se 
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with the individual's educatxcn. ontry into employment, an.i 
relations. He states: 

Fl-oa, . dovelop«*ntal ppr-cpnctl ve , ponrlc m..y ho * 
passinq through a .orie^. of -.0^^ nnd cconomu: i.t^nos .+ n 
' '^r^rof their age: from tr.xninq for sel f-maxnt.nan.:. and 

fZlv life in childhood. cmploymc-nt and" ch 1 1 d- ra i . i nq 
in Adulthood ♦o retircrnont^at an oldor aqo • Ir^pairmonts 
i^yti"}:^; !ith these pr|rc..ion. and ^ ----^^ 

, personal and social arranqe*T.t:s , ^ porson disabled in 
M.^Udhood nvay continue to do^.ndont on Ms fam> y w,,n n 
-dult. a worko^f^hcftsuff.rTan u,>ury ^'^^^''^^T^T' h U h . ^ 
^ mcnt for an cxt'ondod pcriftdV ^^"^^ m.,f" nerd .0 . .t..bl».n., 

^y>' TsahilUy or welfare status ^X.,^n : ncn.e rvv.nt.nan.. pro.r > ^ ^ 

... an older. lorKer wkth an .mpair^cnt may ^ecide on early ret.,^ ^ , > 

«cnt. (Vrcitel. . tr ( 
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While some persons maintain th^t the ocrvicc needs of these yroups 
«rc inherently different „ others arque that their needs^arc functionally 
siailar. r,»If an adult needs advocacy services or job training or personal 1 
care* it doei/n*t matter if ^/he needs it because s/he was disabled at birth, 
in adolescence, or In adulthood. The important fAct remains that certain 
needs exist for which services mi^ be planned and provided. According to 
thi.S theory, the cownonality of the needs of persons is more important than 
the oriqip and manifestation of those needs. 

• I 

SWWRY 

Based on the data of the various studies described in this report, 

•the following concluding statements can be made; • 

X ' . ■> 

• It is generally held that the lage of origination of all 
childhood impairments is birth or iafahcy, Thorpfore a 
change in djtoff from 18 to 21 or to below, ^8 would have 
little effi;t on the total stzev>(.kh^ mgi^latipn;, included' 

ih the definition. ' ^^'\* / ^ ^ \ y 

- ei It is unclear whether a chang^^oro ^Cutpf f^point frotr l^., * 
* to 21 wou^d nakc\tho definition mgre "cgmpat iblo" with 
'.**other legislation since thfc cutc^f points used in other 
Jegislatior/ vary 'considerably. 

^» There are a variety of conditions which originate prt.nat.iHY 
or at birth but are, not manifested until late.r in life. ,No 
study, however ,-^ias attempted to estimate the size of thir, 
population. If^'this group is includpd in the DD ^de f ini t ior\ , 
it will be difficult to estimate its imparit on tht- fiize of the 
TX) populations, 
» "* . 

• There is a large variety of disabilities with oriqinatlon 
and manifestation after age IB. These ty^jcs 'of disabilities 
in adulthood are quite different than those originating in 

" childhood--particUlarIy with rcfii>cct to aduUs becominq 

'1 disabled due to injuries in accidents an4, to degnnpr.tt ive 

disorders delated to aging. t 

• ^Most experts maintain that the service need;i of persons disabled 

* f in childhood are frequently quite different than tho'.o <jt persons 

. , disabled in adulthood. Disabilities occurring in e.jrly rhild- 
. . hood tend to interfere more with' the indij^idual V: op!>ortuni t i^^s 
for education, employment, and social relations ttie^ disabili- 
ties occurring later in iMe. Habilitation is the primai-/ 
eiiphasis of services for persons disabled in childhood; ro- 
* habilitation is the focus of services fnr persons disabled later 

in life. 
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* Assunin;; rcccipr of prnper <sti\icc*. 

{Mott-McDon^ld Associates, June 1977) 
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Mr. Ottinqer. Would you have any objection to having that in; 
eluded ? " » • • ^ • 

Mr. Humphreys. My preference would be, Mr. Ottinger, to at this 
time to hold the line, as I suggested in my testimony, on either includ- 
ing any specific disability or in broadly expanding it^ to include all 
disability categories, because I think that wc, at least.from my stand- 
point in the Rehabilitation Services Administration, are only begin- 
ning to really look at the policy implications of doing that sort ot 
thing in the context of our entire effort on behalf of the disabled 
population and coordinating all programs for the disabled. . 

Mr. OiTiNOER. So that you do not feel you can support at the pres- 
ent time S. 2600. 

Mr. Humphreys. At the present time, no. 

Mr Ottinger. S. 2600 does provide almost (Rouble the resources, 
however. If we were to adopt S. 2600, do you have any feeling as to 
the adequacy of these resources which are authorized ? 

Mr. Humphreys..! can only suggest to. you the scope of the prob- 
lem that we encounter in providing services to the disabled popula- 
tion 1 in 10 or 1 in 20. A dousing the dollar amounts could, of course, 
double the population served, presumably. The need is very great. 
I cannot say it is a bottomless pit but there is a great demand and 
great need for services to service the disabled population. 

Mr. Ottinoer. Tl\ank you, Mr. Chairman. 

Mr.^OGERS. As I understand it, you are supporting a 2-year ex- 
tension. 

Mr. Humphreys. Yes. : , 

Mr Rogers. You say you do not want too many changes right 
now until you see how things work out. I am wondering, should we 
not consider 'something about planning requirements on a longer 
cycle than annually? , , ^ n mi 

Mr. Humphreys. We have under consideration, and hopefully wiii 
have.successfully concluded within the Depar^^ent, a request to limit 
the need for annual State plans. \ 
•^r. R'oAeHs. Incorporating it in the overall plan. , 

ikv HUMPHREYS.^ft overall plan for the Department now in con- 
junction "-with the hoped-for limitation on reporting requirements is 
to provide for State plan submission once every 3 years. Hopefully, 
we will be able to do that within HEW for all propframs and provide 
only annual updating where it i^^needed. - -wo 

Mr. Rogers. Why don\ we just provide it in the legislation < 

Mr. Humphreys. That, of course, would be your prerogative. 1 do 
not think the Department would object-to that. _ 

Mr. RoOERS. What Kbout encourapng dcmstitutionahzation ( 
' Mr Humphreys. We are. currentlv within the Department very 
•>seri3ltsly and ver^ energetically looking at problems of deinstitu- 
tionalization.. 

Mr. Rogers. Have we studies on it? ^ . . ' - 

Mr. Humphreys. There have been many studies on it, sir. 
Mr. Rogers. Thousands probably. Wliatis the conclusion ? 
Mr. Humphreys. We definitely ought to encourage it. At the game 
time we nee* to provide for alternatives in community living. We 
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aw^^B process now of developing agreements with the Department 
'^^^jfog Rfxd Urban Development on community-based facilities 
iwnsitional living arrangements, congregate living. 
RooEBS. Then ^ou support doing more about deinstitutional- 
ization. ' 
Mr. Humphreys. Indeed, yes. 

Mr. Rogers. We may write something there. Should wo require 
some standards for university affiliated universities? ' ' 
Mr. Humphreys. We do have performance criteria which we ar^ . 
f^^tudying now. Specific standards I would recommend against until 
ihave the study on performance standards established. 
Mr. Rogers. How long is tliat going to take ? 
Mr. Humphreys. We expect to have that by 1980. 
' Mr. Rogers. We cannot wait that long. Suppose we direct you to 
issu4 standards in 6 months, could you do it? You have done the 
^ study. 

MrJTuMPHREYS. The study has begim. 
^ ■ MBSSipERS. Don't we know generally what the standards ought to 
^ be? l^rj^ave been working on this program for how^^ong? 

Mr jrf\TPTTBEyfi I think probably in general wo know what the 
stannHneed to be. 

in^MERs. Do you have to prolong this until 1980? have to 
get^W^ll^iram moving. Could you do it in 0 months? ti^ 
Mr. Humphreys. I^t me have Mr. Lynch respond to that. 
•: Mr. Rogers. It probably <*ould be done, could it not ? 
^. * Mr. LYNCH.It could be done better in 2 years. ^ 

Mr. Rogers! Of course. Thank you. " <l j 

Now, in your budget, I notice you increased the amoimt requested 
for State formula grants,, but Squ have kind of^effs^t that with a 
decrease in project grants. \Vliy ? 

Mr. Humphreys. That was done* on the basis that many of our spe- 
• cial prQject grants can really 'better he translated to the basic State 
grant program and the fimds can l)e hotter used on a formula basis. 
Mr. Rogers. Will vou let us have for the record specific examples. 
^ of what you plan t9^tran?«^ and why you should have a decrease m 
the special project budget ? 
Mr. Humphreys. We will, > es. 

[The following information was recoivojWor the record:] 
In FY 1979 DDO wUl increase' the formuln jrrnnt nUrK-ntinn by $10JS22M. 

($14.010M from the Speoinl I>rojerts Sect4>n mid $2.S12 new iiiniley) 
The raflonnle for this is that siiuV si)erial i>n>j(H'ts hhve Wen largely locnl 

service demonstratians they could just ns easily he done through the State 

ronndT%. The HDO has received iifRative jeoraineiits on the relative* inihaiance 

of the speilAl project allocation. ^ 

In fiscal year 1977 : * : , • ' «r o 

1^ Projects of national siKnificauce --^ 

.Special projects ^ 

/While.all States totaled.^-- " 

This move redresses the halnncei - ^ 
* Mr. RooEi*. As to your' expansion, of definition, T understand the 
Commission wrote majority and minority reports on this, ^ 
Mr. HuMPjfepYS. Yes. 
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Mr. Rogers. How many additional persons is it estimated would 
b0 a4d0d to the coverage if it is broadened ? 

Mr. Humphreys. Depending on how it was broadened-^ — — 

Mr. Rogers. As representedpy the Commission. 

Mr. Humphreys. 1. understand it would be somewhere on the order 
of one third. \' 

Mr. Rogers. A 50-percent increase? And what would be the char- 
acteristics of these persons generally ? 

Mr. Humphreys. They would be individuals who had substantial 
impairments to thdr functioning in three or more major life activi- 
ties. iTiey would be people whose '4i^ability :was manifested prior to 
age 22. 

Mr. Rogers. Both of them recommended going to age 22. 

Mr. Humphreys. Yes. . . • . 

Mr. Rogers. Minority and majority. 

J^r. Humphreys. That is right. 

Mr. Rogers. Do you disagree with tRati 

Mr. Humphreys. I personally have not really come* to a conclu- 
sion on that yet. . . . 

Mr. Rogers. It must be pretty good if both majority and minority 
think it is pretty good. I do not se0 any disagreement. ^ ' 

Mr. Humphreys. Not among those 

Mr. Ottinger. I do not see any logic to that. It apparently was not 
addres^d. It was just' assumed. . - 

Mr. Humphreys. I think it is more than an assumption. The under- 
lying reason behind that is that the concept of developmental disa,-^ 
bilities is one which occurs during the developing, ywirs. Presumably 
those years go up to the age of 21, the majority. But physiologically 
and every other way, at least to our knowledge, that year is 21 ^r 22. 

Mr. Rogers. Are their service needs similar to those of the cur- 
•renj^ly covered population? 

Mr. HuMPMREYis. Yes. 

Mr. RoOERS. So you do not have any problem with that. 

Mr. Humphreys. We do not have differentiation in services. 

Mr. Ottinoer. As T understand it, <;erebral palsy can be contracted 
as a result of an accident during adult years. You said before there 
would not be a substantial population added but for those people 
who are affected, it would be extremely important. Would there be 
any problem with our eRminating that age 22 limitation? 

Mr. HuidPHREYS. You do maRe a good point. Qf course, there could 
be other cases where the traumatic result of an accident, for example, 
results in a manifestation of epilepsy or mental retardation, or at 
least diminished mental capaqjt^ ^i!t)m brain injury. So your point is 
well taken. ' . . >" A . . 

. ^This population under this i^fihiHon wheiy there is an age limit 
would not be considered vfitMj^thCs<»P^ of ^1^^ developmentally 

disabled. ^''- '^ ^(^"'•ML) 

That raises another policy 43^e :v^lMf, I think, we need to address 
and why, among other thirfg^, ^f^ ^ afking for ^n additional^ years 
to study it. We -need to kno#%J"Snsely what mpt be doneTbr our 
severely disabled population in the overall context of our service 
delivery system. • ' , 
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I think that the ideas behind the developmental disabilities pro- 
gram haVe been excellent for that po])uhili()n. I think tlmt it certainly 
coincides with my own idea of the need for better coordination and • 
for t-hl marshaJing of resources to focus on tlie needs of tliis targeted - 
population. , . 

But I think we nefed to reflect on what T)I) has done ovey the past 
several yejirs^^and where we are going in tlie future and wliat needs 
' to be done in this area. . , . * 

*; One of the major efforts 'that I'/think-is absolutely necessary> the 
dev'elopment of a national po,licy .oi#7Usabilily : What do we need as 
a Nation in develmiing a prograifl^for our disabled population ^ 

Mr. ftoGEKS. T^etx^^^e iisk you to coinnieflt on the ap])roach which is 
an alternative approach i)eing consi(](*re(l by tjie Senate, which would 
estabfisli service programs for tlie severely disabled. Would tite inter- 
ests of tlie developmentally disal)Ie(l ])oj)ulation receive suflicient 
attention untler a genenil program for the (lisal)led as proposed there • 
or would they tend to 'be ove»'UK)ke(l ? 

Mr. IIi'MWiREYs. My asSuiiiption is, ifiul I do not know if it is a 
valid' assumption or not, that tlie ^St-.ite 1)1) ('ouiirils ajid Ihe mecha- 
nisms tliat are already- in place •vvf)ul(j continuo.''IlMviiig Ihmmi e.stab- • 
lished, tliey would continue to bo *>u])])orte(l, by vii'tue of the fact , 
that they have enjoyed in many cases a gi'Kxl ,r^^putatiou. In some 
cases tliev have not, iio^^'ever, and in those castas, possibly they would 
suffer. • ' 

Again, I^^oint out that*S, 2CA)0 would no' longer fund or specifically 
YecogTiize in the legislation State ])Iani\ing councils. 

Mr. F'lorio. I. want to iinipl^fy on that ])oin1. Should the Senate 
approach Ik* enacted, would we not lind the dovelo])inentgilly disabled 
competing among themselves for money since funds would not be ear- 
marked specifically for them? That sounds very nuich like the old 
block grant approach. We provide the moneys and then we have 
ever}-one scurrying around to gral) off as nuicli as they can and, un- 

. ""fortu/iately, we wilTtiiKl some pt^ople who an* left out. 

I have some ap])rehensions that it will be the developmentally dis- 
ab\pd who will be left out. 

• * Mr.^ lirMrifTTKYS. That, of course, is pot(,*ntially the case. We are 
in the'prbceas of developing some legislative initiatives in some other 
areas. Among those are independent living rehabilitation services. 
•? We*»re S-l5^o developing an initiative with respod to. community-based 
technical assis^iiiice to ])rovide inforniatign through technical inf^r- 
inaticPh resource^•e^lters, which would in turn Ik* a re.source in a region 

^. to indivitflifal fdSnmnnitics to develop -their own capacity *tD serve 

* t he i r d i sa lil e d re&i de n t s in ni a n v w a y s . ' 

* Those are**two things that are in J*>me ways flee ted in title IT ot% 

S, 2000. We thint those are gdrxl ideas but we can, not at this point 

?iftpport tl\e 'Whole 'ap^proacli of title TI. 

Mr.'RHoKRS. Do you feel (H)nifortabIe that we know what a service 

proirram forthe disabfrd/ as so pt^o posed, should loflk like? . 
A M^ Ui Mi^iiRlYs. licto rfot think wo know that wholly yet. We 
^ have developed n,conc«ptual framework— excuse rfie if 1 am too long- 

* winded — we have developed a conce])tual .framework, for at least the 
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botnnninff of a national policy on Uisability, which cpnsiders a con-, 
tinuum of care, Jrpmthe least severely disabled to the most severely . 
disabled, from communTly -based services thtouj?li independent living , 
rehabilitation services, to vocational relaabilitation, to institutional- 
ization. ^ , ; ^ £ ^ i' 

We also need to impact on five levels, of concern, frCni .t)revention, 
to amelioration, to maintenance, to habilitation, to rehabilitation. 

Mr Rogers. When will you present that, to the Congress^ 
• Mr HuMJ>HREY8.1 cannot guarantee that^ as a concept I can pre- 
sent to the Congress. I have,.myself,.}levelopea a concept paper inte?- / 
rtally, whith I wo\ild be;happy to shure witTi you. , 

Mr. Rogers, I think that would be helpful if you could iurnish that 
to the committee.^ . ; « j ^ir 

I think the point you make, Mr. Flono, 4s very good. AN e need to 

look at this carefully. . - . ^ ft \ :i ' i. 

Now, as I recalL you ptaised the DD councils .und feel tliat i^xey. 

. do play an important role. 

Mr. Hum:?hreVs. I believeso. . \ 
' Mr Rogers. Have you any suggestion on ho>v. we caji make th^m , 
more effective? Arc they adequately staffed now or, should we set 
some minimum standards? ' . / ^ ir j 

Mr HuMpriREYR. Quite frequently they are not adequately staffed. 
Of course the amount.of money available to the State councils is quite . 
' limited, and the amounts appropriated have been considerably beloV . 
the amount* authorized. . ' / ^ ; '. * i 

T^tr. Rogers. Can you give us a list of th^)se who are fiot adequately 

staffed ? . . • - . 

Mr. Humphrey's.' We will do that. ^ ' 

[The fdllajMring materalKvas received for tlie record : J , 




Fuil-tiine or Part-time 



Professional Positiohs fMnded by^i© 




stacj: v..; 

Pci'SOJinel 



Figure 



on Loan 



V.' i n cj i >*) ] a v c x t r ( • m c ■ l : of 
ai'agiLlons of DU i)rc?.'c ri;;iona] e 



:trc:nic *l-o., the Jcfl, the Council hW^^- l^c 
oiV-^P/itrncV - Tlic. prof cfisicnal is liTrod by 
rcr^'^.i/f^iolc-ly -to the .Connc . >Tlic otlicr ond 
on'^t^j^ jriciht ;: jfc^tlic- J.itucil io'n .in v.'hic;)i tlie 



DD 



On the one 
pro for: 'J i on^U (r. )■ 
the CouMcij. and 

- Admin iiarj'bivti ^^yJntivicit^lAoy ^ pj ofo.'.-.r. ioi.:iJ and "loanr," 

him or licr to ;thc Cifcncvi • ^ty'f rof e-.:* ioa:U rcnortci to th'c? 

■agency but:- nerve ::^t he nec-ds of ,tJ^£r Cour.ci 1 . 'ij^crc arc v.T-rioui: 
employjivrriL conHtj-ar a 1:10:1;: aloncj't'his continuu.-v and Bor.-.r- arc, 
still bc^iiKj v.'ori.cd put^ ^ 

Tabic 1 shovrs that at pi'<^-"*^'^ tL-ro arc- 137 full -tine or 
part-time pl-orcs:&i 6:jal po:si tj on^ untied. 'i m n^'volopmcntal Dis- 
abiritic.o m ti^e Ur.itcd dilates at tii;- prcr,'^r;f tine . There 

l/I states v;!iich have only 0:1c pro f C' i 0:^1 3 r. tn f f poi^ition.; 

\}h 'ich have tv.-c) pro£uiri>: oJW^s report.xnr; to 



arc 
There 



Stt 

arc 



17 state 5 



the "Dp Council. Tiic majori^ty of th'c; 
Or Coordinator ■ and a IManner. .TIkm*^ 
one or liiore Planners .on staff. 



: states have 
ire 3^ states 



a Director 
til at. h.ave 



There is a great variety of prof csr.i ona K. 
skills report incj to DD Councils^hj cju'qlio-at tliG 
titles of the individuals are recorclcd on 



with specific 
count ry . The 
Tablo 1. 




STMCACilP.. 



^otal 

!;o. 

Prof. 



staff -^^rartn r > Planner Other Other 



Other 



7 



*h:o:om I 

Coriiccticut 
".line*, 
",a3:ach-j:,ctts 
•le':' TAnnshirc 
, ;hoJc 'Island 
^'ormit 

■TMTi 2 
*;cv Jersey 
/ 'k'- Yor'n 
/■' Puerto 7ico 
Virgin Island 
v 

ij, ■Jcla'v'flre 
^ plst, Colanbia 

;nr!;ylvaiiia 

T.'virtiijnu. 

\? t ric^" 

• ."eorgia 
;;entuc'i:y 
■ "jsussippi 
Jo. Carolina 
.' , So. C.irolina 
Tennessee ^ ■ 
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1, Conn. Spec . Adn.Scrio 
1 Fro<j..foord. 
1 Accountant , ■ 
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1 

lft,4pt 
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1 1 Asst. Dir. Dir. Advocacy 

1 2 Puh.Inf.Off Grants 'Igr. 

1 ' 1 Asst'.Oir I 

1 . ' 1 . Pro.Sn-C( 



■ 1 ^di,^sst.■ 

I ' , . 2 CP Const. EPSConst. Pro<T.^ir. 

■ 1 ' ' . 1 'Icsear'chfir Com.Const. ^ ^ 
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1 1 
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1 
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STATS/TEHn, 



Total 

.;io. 

Prof. 



Staff Director Phn nor ntVr ' Other . Othftr " ■ 



nr.ioi 5 

Illinois 
. Indiana 
'lichigan 
' ' "Inner.ota 

ili^consin 

Louisiana / 
« 'i*:v'''!2xico 
^Ua!lona ' 
Tfixas , 

Hl'^IOM 7 
. Iowa 

» ■ 'lifis&ri 
I'lchra^'.a 
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'tontana 
• :jo. Dakota ■ 

So. Dakota • 
■ Utah 
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1 
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1 Pub.l!eaU#d. Pnec.Asst. 

Ast.Staffv^oir, 



Asst. Dir. 
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I 
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2 r*» 

2 
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Arrzona 
California 

Ilavaii 
Nfjvada 

I 

I 

REGio:: 10 

Mnsha 
' Ida:;o • 
Oregon ^■ 
''fa:hington 




Director Planner other Other Other 



1 
1 



Advocacy Oir.(pt1 



• 1 



1 
1 



Advocacy Oir. 



(1 Flordia Staff under Contract to Df) Council ' ' * 

(2 One oAhe 5 Planners is Director of Planning . 

{y Reg. VI in resnons(» to new legislation is in th(» process 'of designating on^ staff menber*' ' 
as solely resnonslble to the Council. \ n, * ' 

' . ■ ■ ^ ' / . , i ^ ■ , 

(4 Louisiana is a'^aiting civil service .apnroval of the no program Assistant Position. 



(5 . Alaska^ in the process' of defining tasks and Hesnonsihilities for these nrofessionals.' 



Mr. BooERS. Do we need to clarify the relationship and responsi* 
bilities of the State councils and State agencies ? 

Mr. HuMPHHETs. I do not quite know how to answer that question. 
Let nie have^r. Lynch speak to that. 

Mr. LxNCH. The question is: Do we need to clarify the role between 
. the State agencies and State councils ? . ' 

Mr. JtoGERS.,The relationship and the responsibilities of the^tate 
councils and the State agencies. 

^r. LrNCH- I think t^[ey were filarified in the last legislative g^^ 
^ round where the responsibility for design implementation rests with 
State agency personnel and staff. ' 
Mr. Roonfe. Do^you think that is sufficient? 

Mr. Lynch. I think itis working out wellj^jir. - - 
: jyir. Florio. Would the' gentleman yield o^he question? 

Mr. Rogers. Certainly. , . ' - ^ 

Mr. Florio. It is my understanding that the result in a niilmber of 
States varies tremendously; and Vn some' instancy, my own State, 
the council — we think it is desirable-^has gotten to the point where 
it has become the leader. ' ' 

In other States, the council is an* advisory body, and the agency 
makes policy after they consult with the council. So, although the 
rules are fairly standard, what happens in effect may very well gravi- 
tate to4he personalities involved. Maybe that is desirable. 

Could I ask for some veri^fication as to i^;;llether my understanding 
.is correct,, that in some Stmes it is the agency ^that is determining 
policy, and iii other States the council, notwithstanding the advisory 
role of the council to determine policy ? ; 

Mr. llujyiPHaEYJS. I think your perception is correct^ftlr, Florio, I 
agree that probably in many cases it i«^a matter of personalities rathei* 
than the. specifics of the law. • 

Mr. Florio. Is it desirable or not desirable? , 

Mr. HyMPHREYS. I think we have to deteimine that. I think we 
have to determine on a State-by-State basis how tJiese programs are ^ 
being effectuated^ and where there are deficiencies we should .target 
our resources and attention on those that are not working the way 
\ye hope they would, 
/ Mr. Florio. Thank you. - 

Mr,^ Rogers.- Now,' you seem.vei^ supportive of protection and ad- 
vocacy systems. • * ' » ^ 

Mr. Humphreys. Very much so. . ^ 

Mr.* Rogers. Already we are at the authorized level. Do we need 
any inci^ase-in authorization? 

Mr. Humphreys. As I stated, Mr. Chairman, we have only just 
begun to put those systems into, operation. The $3 million was ji 
starting point. I think thet probably as States develop their. capacity*^ 
assuming that there is am interest on thB part, of the States in doing 
sc^and I think there will be, not only for the developmentally dis- 
abled population but for all disabled individuals — th/are* will be a 
great interest in expanding and improving and strengthening. . 

Mr. Rogers. You say you need additional authorization, in effect. 

Mr. Humphreys. I think the States could veryswell use additional 
; funds from some source. * V 



. Mr. itooERS^. On the demstitutionalization. ifeflforf are your , 

plans on this^and can we stipngthen t>ut legiilatidti'to address thi^' 
issue more effectively? /" c / > , 

Mr. HuMPHHETS. The deinstitntionalizfetion ? ; \ 
- Mr. RoGj2L Yes. / ■ > ^ 

Mr. HtTMPHRETB. Df course the role of the^-develcJpmential disabili- 
'. ties program in deinstitutionalization is relatively snwill. We have a 
yjanoply of HEW profftains :that Ure' ipyplved ^nd 'concerned 1 with 
deinstitutionalization, ti^e .^obl^ms' of longrtemi carej nutsing homes 
anA intermediate cat^ faeilities/a .wide" itirig6 . of peo who are 
institutiormHzed who aare not directly a4[d specifipally elated to the 
DD program but wHich we must de&iitelS^ ^ad^iffes, l)oth as a depart- 
ment artd as a gorerninent: . : ^ . * 5* V V . v . - 

Mr. RboERS. Haye'we jiot;3peplfically t^ fb target in on.Qie DD 
population? As I recall^ that yrafi th^ fhfusl oi^ tii^ last legi^ati^n.- 
Humphrey?.^ Y^s/T^i^T^^^^ Sp'perpent of the 

Qg in the 3evelopm6ntkl^ ^^biliUes. -p^og^ 
" deinst^tutiolralizatiph^ ' \ .« .' ' 

OEW|,»What has happened? • ;'w * < ^ " • 

^#MFHitrm Ther^ na^e' be^i^ efforf8,^towar^" d^ihstiltution- i 

successful hapce^hey * . " . V.t 

rtj. I think in some caseg tjfey .hi»e been srtore-^suc^ * 
jerliaps -should have b^n. Th6 reason; I say . tliat is . 
many feases'no a]tem£(tjvie&'iorf{the peogl^ who hay^ . 
nt iifetitum)ng. The^* h^ve^Jbeen actually dumjp^d. to 
"•cages, ^ . ' ■ ■ ^"v" . J . ■ ■ ■■ 

at wtir you propose p/i d^ij^stitutionaii^ation?' ' * y 
/lcahn9t'proijptlt.att^^ ; • . I ' -r ''::'^:'/- . 

lii-tsyouj^wiltKinlj^^^ 




. My bwA thir 



mg j^Yripst tentati-ye at th^mom^t,'; 

" 'iis'it?^,' 



Mr.^QdralfJ^i^ ^ 

V Mr. Hu^ftHtefs. ^ certainly Mlieye .that for myself we need to ' 
• develSjpi^^reafiBi^'tesqilrce capability in '*the devGlopihent of residen- 
tial ^^wS^^^;^-'-^ ^ m "l ' ' 
' Mr/*OGnfiiiB. How will we do iij^Sj^, . 

'Mr. JftCOTHREY^ W^aii tHVough, I think^ joint agreement < 
bet;weeriHTO ' / 

' Mr. Rogers. Havi you had V^btiatipns^w^ ^ 

■Mt';<fli™PHB£YB. Yes. - ' ' . . ' °* 

Alr^KoQERiSw Are they agreeablfej^^ ? r . 

Mr. HuMWRfiYe. On a tentativeftftj^ are settin^j asid^ some 
$5 millidh in sect?bri^^02, and usingTPction''*8 funds which will pro- 
Vvide for^jinsitioh^t living irrangements^^e are (Coordinating with 
tfcjB Depaictnient in^J^piltrt'iding services to ^?ie^ papulation 'that are 
.released.'. '. ' } -••"T^ ' ^ ■ ■ , X 

Mr. J'lx^Rio^^W^ulq ^he gentleman yield ? 

Mjj^ ItodkR^ia^ • ■ ■ ■ ' • ■ 

Mr: FiLoBiO/Tbu sfi^y .they are setting aside that amount of money. 
Is that afe^fi^ide overhand above the moneys that^lrea*^^ have been 
allocatB<i5(|B thejbudget aiW allocation^ for sectio^ 8/^nd 202? 




. .1 ■ 



ir. HuMPiiREYS^ I frankly db. hot: know ^^j^f^icw 
Bvide thitfor the record. '\ \, Z': -^^^^^ 

if r. FlorIo. "N^'ell, I th'ink thatat is ,Tery aipaca^^^^ 
, sk forth foi«- se6tions 202 uhd. 8. atrei4.y. 'am^a^^t^Dglxi-S^^^^ 
■ needs. If -sye are gbir^ to set asid«,a portioh pf^ffit &il<^noD. wc are 

• .not reailv 'saying .ar"*^=— - " ^^^.i^n 

<>.e are going to ask : 

• wVat We have now',,uiai. IS "lie luiiif;,. "f'-H\-'r T,•^""';"Y in j 
: - ' statehient that we are going to set nsiile ^'°^^^y%i^^9^^2.^^^'' 

ficient amount, then t regard that as a, non-austfe^-brfi 
• Mr.vHuMPHRfiYS. I c^nrtot at the momentVgire,\|)u a. •l^tgr answer 
:bnt' I^Ul at'teimDt to provide one foe the 

M£Ft.6Rio. 'Aanky<3v"veih:.much. '■ "..^'^'^X. ' : 

... . [Tlie fdUowingynfornA^ion was receiV;ea;;^t}l? mord":] 

Fiscal Year 197?)-$^ ^^^'^^^Mj^Ml^ 'l^^^ ^S'J^ 



r?tf ■^InlJftf 'Hlip-s conce?ft for tiie%ifeatutio**liz»fiw l^the developmental 



leil 'foy'commjUiiMtj'; based alternatives 



Mwally llrofid $o« umnon }ir,^sca», >^^^ , 
haudic»^.VNone of the.aW fcas:^^ 

• ^C'^OGERS. T*his. wwi<i.;b*'bne j^proaTt; Jo. go through HUD. 

„ . What^elsenreymiplrtnhiiiagjM - 

keepin^;*funciiori. - 

• Mif^^oi^K^. W+iat? » ; - "^rm': .^;<» j.;?/;. 
Mr. Hof'ffiBEYs. '-Gate-keeping". fo^nsii-ti? thiit ptoplc are appro- 

_i -a . — J t»,«.cn-',,i.v,r> ivto •■.;«t>Miti>Wni-i;itelv placed arc re- 

I develop in con- 

- -- , - K-'ess. 

"I tiSM it ia'a'vita"##,icitv wliie.h^'flicf'^t-ates and sub-State unjts 
do fiMave, ■t4i^^^^^:VI^^V\^^»' ii.stitutu.ns xy.thui thfe.r 

, Rogers.', ^oji expect to prt^'ut any legislation, before the 

, Mr. HtTMBiiREfs'. -We will l.a«- ^let.slatu.n to amend the Rp \a.b!li- 

• tlitiion -Act;, We^-imi/*fftv<^ oS-Tsnggested. a. proposed .bill M 
Ve-Tt.end for ^l.yearsipl^ 

: :• Ux. JJfc1w*jifin!vs. To-ex*end; the. DI) Aft. ' ■ -v ■ , - , 
- ■ Mr RoGERS.*\Vhat are i-(?<on.n.eudiug u. the other area < 
' Mr Ht-MiMipEVS. In the 9l(^l.ul.ilitation Act ^ I alluded tjO two 
the major initiative^ tl.af %^.e had proposed. The third is an expansion 
of ^eraploymei^pportul.ifies for the. severely disaliled. There are 
severai areas ^Hhn tha§ : « . , 

■aBhj-oulQ pP^ide an expanded pro)ect will, an industry program, 
wwPris a cooperative •arrangement between KSA and industry to 

llnfor^atlon froip|D*aTe WUUamson-a offlc\ OfHce of In.lopendent LWIiib. HL-D. 
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provide, for a specific jiumber of jobs and job placements and* job 
training for disabled individuals. , 

Mr. Rogers. Why aren't you recommending the HTJD program in 
this program and wKy aren't you recommending the gatekeeping 
approach here too? 

Mr. Humphreys. We had initially thought of bringing forward 
the gatekeeping concept within this legislation or wuthin the com- 
munity-based services part of tke Rehabilitation Act extension, 
amendments. We believed, however, that it was perhaps premature 
to do that, thinking' that we best have the entire package and the 
entire departmental a'pproach to the whole matter of deinstitution- 
alization rather than approaching it piecemeal. , 

Mr. Rogers. Yeu have that for the vocational programing? 

Mr. HuMpmETs! No. 

Mr. RoGERS?SBut.you are going to recommend it for that? 

Mr. Httmphreys. We may. I cannot say that with certainty yet. 

Mr. Rogers. ITou e^te thinking about doing^it, I understand. 

Mr. Humphreys^ We in ilSA are. I am not sure we can get it 
through the Office of Management and Budget. ^ 

Mr. KOGERS. Why is it you want to pick out the vocational program 
and nci help the DD on gatekeeping and on the deinstitutionalization 
by the'HUD program ? ^ 

L Mr. Humphreys. I perliaps misspoke myself. What I meant was 
that in establishing this gatekeeping function, it would be an amend- 
ment to the Rehabilitation Act. As I>am suggesting, rehabilitation is 
expanding in concept. It is no longer »just vocational rehabilitation, 
but hopefully we will include independent living rehabilitation serv- 
ices as well. We are bringing the Dwiejopmental Disabilities Office 
within the organizational structure of RSA. 

Tha^ expands it yet to another dimension in terms of both age 
and in range of disabilities and kinds of services that should be 
provided. 

. Mr. Rogers.* Why should that not be enacted within this program 
as well, is wiiat I am asking? Wliy shouldSve wajt ? 

Mr. Humphreys. I do ' not know that it matters which act is - 
amended to provide for that, . / 

Mr, Rogers. Will you let us have your recommendations on that, the 
^legislative recomme;idations, so that \\% can consider wfigtherto put 
*them in this? That will be helpful. , " 

Mr. Humphreys. Yes. ^/ / 

[The following information w^as received for the record :] 

Mr. Humphreys has informed the Committ^ie that a copy of the administra- 
tion's proposals on, independent living will ^ furnished^as soon as all clearances 

have been made. ' ° i . 

"ft , o 

* Mr. ilooERS. Now, on thi3 evaluation, system, as I recall in the 
1975 legislatiqn, \ve required the administration to develop a system 
for evaluation of services provided to the developmentally disabled. 
It was supposed to be available in 1977 so that the States could begin 
implementing it. ... 

Now, in the le^slation we>gire considering today, you Kaye had to 
postpone that time table evidently.* You have indicated, though, that 



vou are now substantially X'Omplete in.fhe consideration of this. ^\hat 
have theVesults of the^ study beeu and what particular problems 
would there be? ^ - 

Mr. fIcMPHREVS. The approach has l>een one of seyeriil se^rnients. 
ft^B l)elieye that perliaps the Cou<riv^^ was a bit ambitious on our 
?bhalf 'in providing such a strin^'ent time table for us to keep m de- 
velopinfr tftat. - 

Mr. RfxiEits. T^fayears^f . 
* Mr. IIuMPiiREyf A^d6.iA4i*lTib^r of different steps had to be taken 
in'senuenceiivorder to ftftW (^Velop the evaluation System, the imluxl 
part.' of which was the <?etehni nation of what was required in terms 
of pri-vacv and cdnfixleryiarity. At the time that was afl(^)ted, the 
PiiviicW.Vct was only in Its bepnnin<r sta^r^s of. impleni^titation and 
we. had ho precedent and not much assistantT/to^detepmnie how we 
should proceed in. protect in^r the contidentuility of -the- clients in- 
volved. . .' . • , r t ^ ^ 

So, a 'study wa$ undertaken to detemnne the parameter^ ot what 
could and should l>e done, tliroiifrh a sucVey of The socio-le<ral aspects 
of confidentiality and privacy. Sul^eequent to that then— and that 
was completed, as I recall in Idli'y—ihe etlort; was underway 'to pro- 
vixie a model State code aud development -of reirulat loos the part 
of the Federal (Joveniment in reaction to that study that was done 
pn privacy and confidentiality. ^ ^- 

That w'as completed in Se])teml>er oMast year. Then, specihcations 
*Rad to be developed on the developmental disability assessment In- 
struments to be used in such aii evaluation system and desiprn specih- 
cations fot a comprehensive evsiluat ion svsteui. " 

T would commend those who ])iHM-ede(l me on the t horou^diness.iritli 
which they approached the task here. It appeai-s to me that wit^^tjje 
carefulness and the consideration of all the vanoiis fnctoi-s involved, 
the coniprehensiye T^ahffltion syste^n will be a ^'ood and complete; 
.system, fmce it is in place. * " V 

* Mr. KoGKRS. When will that be ^, . ^ ' . .n-n 

' y\v IlrMPURKYs. My uiulerstaiulin<r is that, in October of 
the study and morlel will have l>een rompletcd so that the States n\ay 
implement it Uv October That seems a loliir.way away 

Mr. RooF.Rs.'lii other words, von are takniir this study and now are 
studyiiu*- how to'use the studv? Ts that about it ^ 

•* *Mr TTrMiiluFYs. Let me undertake, Mr. Chairman, to detenuine 
whether and in \vhat ways that time schedule miirbt be conjpresse<l. 
l aurree it does seem overly lonjjf. , . 

Mr. RooF.RS. Would you let us have that foi; llu* record. . 

Mr. iTrMPiiRF.Ys. I will. 

Mr. Ro<;krs. I think it needs to be si)eeded u]). - 
[The followin^r iufiormation was received for the record : 1 

TiMETABLK rOR f 'OMPKKIIKNSIVK KVALfATlON SYSTEM ^' 

l^ndor our present schp^Valo, the spe^'inrjitions for the system will b^' ready 
for disseminatfon to tho states hy ^^^^^^^ 

foUowiiiK subsequent to that is the one preschlMMi in IMiblh-^^^^^. H-lO^.^hat is. 
that the states have six months to develop plans for imple«feiitlnK the systeto 
and. ba^ed on tbe ajiproval of those plans, two year5»to implOTenf and opera- 
^ tiohaUze tiie system. . ' 



Six montbs to develop plans Is a reasonable exfeec^tion. and important since 
it i^ through the plans that we can. ensure that the systems developed Dy the 
states meet the specifications we have so carefully, designed. The two-year im- 
plementation phase may be somewhat misleading. We have projected tha.t 
within two years the evaluation system will have reached every developmentally 
disabled persons in the system, including initial individual assessments and 
subsequertt measures of developmental progress. That is, within two years, the 
system Svould l*e fully'operaTtionalized. It does not mean that the system wont 
be implemented until 19S2. . 
■ In fact we- have estimated that in most cases, the systems will be operating . 
siibcessfuily atter one year. The purpose of the second year is to evaluate the 
states' efforts and provide tedinical assistance in resolving nny problems they 
mav be confronting. Since i^a^entation is required for tlie states to receive 
their formula grants, the iifl^H^^ tO^nsure that deadlines in initiating this 
entirely' new activity were wBiPfciitive. ' • - 

Projected I mplemenlation SchecfUle: V. . , j. r , j 

. Oetot>er 1979- Speeifidations and guidelines disseminated 

\ ^ ' to the states, 

April 1980 Implementation plaji^^ due from the .states. 

•June' 1980 States begin implementing approved plar>s, 

April, l982 - Evaluation systems are fully operational in 

all states and territories. 

Mr. Fi>oRio. Mr. Chairman, I liave just one or two questions. ^ 
^AVitli refrard to t.lie Senate approacli iiu'ludin^r ^renerally disabled* 
people in a larger category, wliat are t.lie major jrroiips that would 
then l)e encompassed in the cate^rorv of treiierally di.sabled wlio would 
not be in tlie category of developmentally disabled ( ■ ^ 

Mr. Hl-mphrevs. The intent, as l understand it, of title II of the 
Senate Bill is to include all individuals who are severely disabkd. 
That, of course, ranges throu^rliout all disabilities, mental illness, 
physical disabilities of many and various kinds. We could*, of course, 
<ro throu^rh the list^ . ; 

Mr. Flohio. Can vou jrive me some roujrh ninnbei^ as to what the 
cate^rory of DD wc^uld be as contrasted with what this new, hirger 
classification would enmil? # / 

Mr. HrMPfiRKYR. As I indicated and as the chainnan indicated, 
the total Dl) population fronf the least severely disabled to tliii most 
is al)OUt 10 million. The substantially handicapi)ed development dis- 
abled ai^e alKHit 2 million. . n i • 

Now, the best estimate we have, of the total population of disabled 
citizens in the United States is rou^rlily million from least severe 
to most severe. The total number of seVr^lv (lisabled persons of what- 
ever category is^omewhat more than ifiillion. ^ 

So, the DlVpopulation in that construction, wh;5 are most severely 
disabled, would be roujrhly one-fifth of the total disabled population. 
So. wo haveexpancled the construction of that sum five times. » 

Mr Fi.oino.* What are tjie /orrespondin^r amounts of money t hut 
have l)een talked about for V:«t)!rn(lin<r this jiopuhition to be serviced? 
Do you have'five times the amflimt of nioney heinir authorized? 

Mr. Trr>rrnirEVs. Xot initially, as'I recall. The fii-st year's. author- 
ization is somethinjr on the ordef of ,i?;lOn or $110 .million under 
title 11. There are a couple of cate^r^rics thai provide, for separate 
authorizations but that is, I thiiTk, the primary i)ro£rram. 

Mr.^'FLORio.^Ary ariprehension seems to l)c well founded, that we 
iire <roin<r to expand the ^rro^rfrtervice but we are not ^roinn: to expand 
the money comparably and,, as a rt^sult, we are ^ro in jr. to have mere— 
intensive competition for the lesser amounts of money. «^ 
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Mr Humphreys. Thafcould very well be the result. 

Mr. Florio. On the housing question, you represented to me that 
in 1977. HUD provided moneys for only .56 proup homes fo^handi: 
<^apped people under the 202 loan program. Has there been any dis- 
cussion in th^se conferences between HEW and HUD. as to the 
number of hom'es that could be financed under the sums that ure 
being talked about? • i • j * 

" Mr Humphreys. They probably have gotten into that .kind ot 
detail I have not been a party to that particular discussion. 1 do 
kno^ that there are plans underway on a dentonstratiqn basis to pro- 
vide housing from HUD and services from HEW for 400 chronically 
disabled, mentally ill individuals, to deinstitutionalize those indi- 
viduals in group homes. ; j- i. 

Mr Florio; Under the 202 program, it is my understanding that 
the applicants would for the mosfpart be nonpropt corporations. ^ 
' Mr. Humphreys. I cannot speak to that. 
Mr. Florio, I have no further questions. 

Mr Rogers Thank vou very much. AVit-appreciate your presence 
here today. If you could let us have the information that members 
have requested,'it would be appreciated. ; 

Mr*. Humphreys. We will flo so. 9 
^ Mr. Rogers. Do you have further questions. Dr. Carter^ 

Mr. CARTER.Yel^, Mr. Chairman* 
' Has there been useful research in connection with activities ot 
university-affiliated facilities? ' i . ^ * 

- Mr. Humphreys. Excuse me, Sir. I did not hear the first part ot 
thequestionv ^- , . 

Mr. Carter. Has there been much useful research in connection- 
with activities of un i Te r sity -affiliated facilities? 

Mr Humphreys, ifiich of what the UAF does is training of pro; 
fessionals, parents and consumers. The research effort, at least as far • 
as the developmental disabilities portion of the funding is concerned, 
I cannot speak to. DD funds are a relatively small proportion qf tke 
total support for UAl^'s.' . 
Mr. Carter. Haye you seen-6he?. 
Mr. Humphreys. Yes, I have. • . 

Mr.' Carter. How many do we have ? . , 

Mr. HuMPHRf^YS. There is a total of 37 iiniversity-affiliated pro- 
^ grams which are snppoi-ted in part by DD and 4() overall. ' 
- ^fr. Carter. What was unusual tiboiit your observation of the 
• University- Affiliated Facilities? ^ , - ^ i 

Mr. Humphreys. I do not know that anytlung was particularly 
unusual about it. • . . 

• Mr. CARTER.'Definitely unusual. . / ^ 
Mr Humphreys. Thev did ncr^ have any dy.slectics. 
• Mr. Carter: You could see them but they could not see >w when 
« vou were observing. - 

^ Mr. Humphreys.! see. In the t raining process. 
, Mr. Carter. Thank you. 
Mr, Rogers. Thank yrtu very much. 
[Toestinionv rosufiies on p. 104.1 ^ 
[The foUorangxonceplJpaper was received for the re<:ord :^ 
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A CONCCPr PAPER fiY fOSRT R. HUMPHHE!fS 



T^ing Disab^lfd in Anerica o 



A fhort overview jof the problems and needs of 



disabled citizens, and sooe approaches to 



solutions . 



,1. lacroduccioti 



Disabled Individuals represent a sizeable minority of t^e Nation's toCal • 
population. The needs of this population have been addressed In an ad hoc 
plACcaaal fashion, vlthout ^ overall strategy, policy^ or plan to use 
AS the ba«lj for servlot delivery to meet all or a large p«ccexur&ge of 
thoss needs. As a result t^re are huge service gaps ^d* unme^needa/ 
and there Is no coordinated coaprehenslve aetvorlc for zi\e ,provlVLon of 
oetvlces. V ' 

tliie paper does not purport to addrs^s all the needs of th*ls Inpo^ant 
segment of our eodeCy, for they are cany and complex. It does Indicate,, 
to the extent that euch information le currently available , the scope of 
the probleaa and unmec neede^ It strongly recomnends sotae bold new 
approechee In leglelatlon and administrative action that c£i brln^^re 
rationality, coherence, and efficiency to the Federal government s ^ 
efforts to lapact favorably on the lives of the handicapped citizens 
pt this cottotry, ^«nd begin to build the capacity for providing a nation- 
wide service network for disabled people. ^ . '* 

The imedlate purpose of this paper Is to provide justlflcatlpn for a 
^rlss of major legl4P^^^'v* Initiatives and possible administrative 
. changaa. ■ ' c. 
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/IX. S'lOMzy 6f'?4ct« and Conclualoo* 

Th^ populIJlon^f . chronically d^**"'^ ^^P^** ^>-:"^^^^^ totiT"' ^ ' 
varlouiily at 25 to 35 million, or between 10 end l5X of the "tal . 
United Stetea. population. Of theae. more than 10 mlUlon may be 
categorlred aa seretelydiaAbled.,. * ^ 

DlaabUlty may. be defined aa an Inability to^)perform 'ome key llf» 
fi^ctlona! aa'contraetad with «i l^alrmefft. U^-ldual l^f 
resulting from congenital defect, dlaeaae. or ftjury) . of a handicap 
(en^nrom«ntally lapoae|^«pedlfflent ttf en Individual s ability to 
work or travel). 

The population with wl«a associate 4e term disability Include 
thosrwho are mentally retarded, mentally 111. «nd physically 
disabled. P^pla in the latter category have wide and varying types 
of disability, including paraplegia, arthritis, sensory deficit* 
(bllnd.^ deaf, deaf-bllud) . epilepsy, heart disease, cancer, stroke, 
amputations, nultlple sclerosis, cetebral palsy. muacuUr dystrophy, 
osteogenesis Imperfecta, spina bifida, cystic fibrosis, chronic 
respiratory d^rsfunctlon. and many others. 

There Is a total spectrum of disability levels.* People with ■ 

disabilities may 'live and function with, relative ease and^ normality. 

or they may be hoaebound or Instltutlbnallred. . 

Service programs 'exist for the benefit ofdlsabled Individuals. Some 
' of these, such as vocational rehabilitation and comprehepslve medical 
rehabilitation centers, attempt to meet many of the needs through 
dlreJlt and Indirect means. Other programs such as deveiopmentAl 
disabilities, attempt to leverage a fairly broad range °f-«7^^" 
a dlscVate eigmeiit of the disabled population. Others- provide services 
Wsffi purposes but are not specific to disabled people; These 
incl^SeVod stamps, income nain^enanc6. and medical servtc. programs, 
for exampiL*. , . ' 

. Coomrunlty V.ed service. estieciaUy tailored to the needs of d^sabl^d 
iadivldualsye badly nee'ded. but are not widely available, 

Comprehensive\ssrvices to individuals who ere se««rely filsablerf and 
dT^fh^ alcational ^al or anticipated vocational outcome. ■ 
exist only in widely /cattered demonstration programs. 

g, Theia is no c0BpAh«^«i^« program to provide employment for disabled 
DsoDle who wlifctoWrk. Training services- and preparation Cofc 
Zlol^nl ::i!*proXded. 'along with other specUlly ^*^^-"<4!^J^»; 
thrbugrvocational.r\habilitation programs, but placement service, are 
inadequate, and follo^p for job adjustment and svisfiction are- - 
almost nonexistent. 
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Th«T« i4| no satioQwida qacwork of coqprahanalve scrvlcea to aeec cha. 

vida raaga of needs of all disabled citizens. .Uitbouc sucfa^a network, 

thaaa naada will not be fuX^y aet; delnstituclonalizarlon cannot be ^ 
• accoapllahed on a 'large acale; aervlcea cannot be delivered with 

f awr^^f afflciehcy, Terrtiwim effectiveness to disabled individuals, 
\;nor will the economic inpact of providing services be reduced to the 

n1 Til Willi. 

Us yropoae that planning be Initiated for the construction of such a 
nationwide network of coeiprehenaive serviciis. A :Yatlonal Policy - 
on DisabflitT mat be developed to eliafhale' conflicts in Federal ' 
■ pTOgraBS and to coordinate policy tend plailnlpg jjg^ tttoae prpgrams. 

With. the reorganlzaClon'of the Of flee 0/ Huoan. Development . Services 
^and ylthin it, the Rehabilitation SerVlces Adalniscration, a st^nctural 
framework is estsbllfbed to begin to 'ratfionalize Federal program^ fot. 
the disabled'. RSA now Inc^udis the developmental disabilities 
prograi, will creete an office of advociafy and cojordinat'lon into 
which the Departmental coordinating un£t,^he Office for Handicapped 
Individuals will' be placed^ A broad-new consumer oriented National 



D^ltobilitica Advisory .Council will be established, and a special 
unlf to analyze and aasess the cros%-goyemment recommendation^ 0.. 
£he White Houae Conference ^n Handicapped ZndivMuals^ ' , 

7> » - ,* 

■ . " ■ >^. - 

The propoaala to amend and' extend the Reha6lll,Cart.o^ Act^and the' \ 
Devalopoental crisabilitles Act snd the Developmental Disabilities^ 
Apt will fill "foift major gape in the provision of' services to^eopli 
with disabilities, , and will builcl capaclc;Les in >coahun^es, States,* > 
and the Federal government for developing a comprfehensi^iC^ryice 
network^ . * ^ ^ • 

' Independent living >el^bi 11 tatlon services will i^e estab^shed, 
.'first on a lillted,» scale through project'-grants,4then coipraT;^. » ; 
hansively through a formula grant prpgram. ^ , 

. CooBunity^based information aand hechnj?tal assistance centers, will ..- 
ise eetabliahed in jtach region to asaiat; local governs^nt in , 
meeting the fleida 'of disabled residents. x ■ 

"• An eacpaq^ed system Of government-Industry interaction to' provide 
- > joba^to disabled people. will be Initiated, Sii£h iiational«^ldance 
and» ditection prwrlded.by RSA, '«|fch will plan' and build '4 web of 
auch interacfionP across the r»t™i. -# .*. 

t Statea will be* given an opportunity^ develop a gatekeeping capAcity 
' , to prevent Inappropriate institutidlalization, to reAove individuals 
from ina'titvtio^ar and £3" improve those institutions \AiicK^ontinu*.>i: 
■ to be required. * " 
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13. The.* l«Ul«tlv« proposals «r« quite .taodeit, end will not begin to 
aeet^ eljLotal need. They do repceient e beginning, and a national 
co^tattt to provide a contlnuon of care^ for our dlsablpd citizens. 
The -network of eervlcea wlU be develbped, through policy develop- 
. «entf;' long rangw planning, and car^ully ponitored prograa expanilon 
In future^eare. 
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XII. Scop* o£ th«'#robl««:J Th« aniv«r«« of «««d» 



Althootb wmmtOQ$ Tadcral profrns art dctltsicd to provide Mrtri^t* to 
ditablad pMpIc, flad'theugb mmy of ^h«*« art taintotly •ucctttful in • 
•ddrtcaias a portion of tbo totaV a««d,.tbtra ia no ovarail direction 
md do plin to wot the cosplax and intalrr^tlatad naada of the 'diaablt4 
poraon aa^a total individiM^. ' « 

■ , . ■ A ■ ' ' 

U|to ara tbo diaablod? Ovv ara thay daf^aad. and <hoif aany' paopla can ba . 
charaetarisod aa diaak^Udt^ ' ' ^ ; 

Toe*; population fifnifia on tho dia*blad hava navar baaa coepilad.^ - • 
Qokationa inclodod in tb« 1970 ?.S. Canaoa hava provided ad«a anavara, <a 
havo variona daaographl^ atodiaa. But dd fully raliabU data baaa aov. 
•ziata. ■ ' J / * • 

. Projacclona baaad on a Haw Tork atjsdy Indicate that there tff over 
^.000,000 aai^eraly dlaablad Individo^la lAo are houaboand . 

About 24,000,000 Aaarlcana have arthrltia.^ of lAich aoae 3 |Q pO ,000 ^ 
are<diVabled. an^ ol"viio« 473 .000 ara receiving Social Security TOability 
banafita. ' ^ 

. There ara 230,000 to 300,000 adiilt Aaaricana/ vith multiple acleroaia- 

. SoM 13 .000 ,000 Aaarlcapa ara hard of hajrinf, of which 1,800,000 are 
aeveraly diaabled by daafneaa, and of i#hich an catisatad ldO,000 are lov » 
functioning deaf. ■ * • 

' ' ' . . - 

•Ovar 3,300,000 Individuala are taantally t;ptarded. Of thoae, about 
3,300.0^ are aubatantially handicapped by 'retardation. 



are aubac 



More than' 4 ,000 .QOO Aaerlcana have; apilepay^ and 1,400,000 of theae 
bata ^all^ j anAicayp^d by thia co^ition. 



. At leaat Z. 000. 000 adult a with aevare, pertiateht paythiatric 
dlaablQtiea reaide in their coaanmitiaa. 

Tba following chart providea an eatimate o^thy^ve^fely diaablad population 
in'Aaarica*: ^ '1. * 

Ac 

Under 18 

18-64 ^ • • 

65 and over 

Inatltutlonelixad (all agci^ 




480,000 
4,2?flr>000 
" 3,900,000 f 
1^787.000 

^otaW 10,067,000 



*Source: Urban tnatltuta, Juiy 1973 
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Th« Urban Inftlcuc«, in a acudy cooduccfd purauanc to aacpfbn 130 of 
tha HahabU|.t«tion Act of ' 1973- Cantlclad, ^'CoBprahwtalva 5^a Study of 
Individual vltlr tha Hoat Saarar* Hand4,c*pa") ailudad to tha many 
5H^iw4gia^ in uaa CO daacrlba tha papulation at'rijk. Tha stuj^ 
ULiWMnitiil that tha tarn jgoalraant. ba uaad to. daacrlba ^aj.«il 
liaitaclon rasultlnf fro« contjaital da fact, dlaaaaa, or injury. 
- Diaatility daacrlbaa an ^nabUlcy to parform aoaa kay llfa fuactlopa. 
, A handled occura wWwi «ha aBvirooiMat ikposaa Inipadlflanta to tha 
, ^jadlvidoal'a ability to traval or work. \ ^ 

OraxaU, tha total population of disabled individuals inlAaarlca baa baan 
^arloualy aatlMtad;»t 25,000,000 to. 35,000,000, which figuraa include 
vmrrlnt dagreae'of chronic dlsablHty. An accurate data base , la eaaantlal 
to ottToafforCJ t6 ^a«l|n tha aco^ of a sarvlct delivery •Jatea for^thla 
population. '^fji'' " ' " ■ t 9 

Thara ara Many parallels betiiiian ^ conditions and^ attitudes faced by 
disabled i^irlcana today and those confronting ^tha racial alnorlties .in 
the 1960a. Inability to obtain •mploymeat»«spublic attitudaa t»ward 
dlaabUlcy, pov/»rty, iUadaquata ^laalth care And other forms of discrlai- 
nation are aa ralavact to dl^^led pe^ple/now^; they were to ftlaclcs in 
decades paat. It is iiardly nacaaaary to note that dlscnnination against 
racial aOaorltlas contiauaa, alchou^, diematic sdvancas have bean mada 
in racAt years- • ' i 

SoM statistical Information co-n*^^!^ b7 che Social ^Jicuricy Admiaistritlon 
is useful in beginning to portmy a profile of dlsabilicy In Aaari^a. 

the follo«rln« ratloa apply to totally disabled individuals in -rtUtion 
to non-dlsablad individuals*: * ^ " ' 

. H^^apitAllxatlon (Ban)> ^ - 4 tlaea aa often as aon-dlsablad 

' • Daya^apltallxed - 3 tlaea longer than non-disabled - 

Coat of 'aadlcal care ^ 7 3 tines high%r than aon-dlsablad 

. Median coat of 'care aa a r 5 tlaaa aa high a^ non-disabled 
percent or incoma . . 

* ^ • Av«riga incoma - hali> that of non-^lsabled 

There era other «q>enae. faced *by 'disabled people'that the "abl»-bodi«d" do 
not have. An electric Wheelchair costs some 53,000 to 54,000, with annuel 
mSdJitenanca coeta of $1,200- to 51,600.- aore than aost sutomobilea. Inter- 
preters for the aeaf. teaders for the blind, attendants for saveVe 
parepleglca, home health care, aU raprelent cV^ntinuing expenses- for 
disabled pao^e. 

' ■ ■ , 
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Other d^t« tMl^ to fm oot tihli dlsfMumgliit srlctural Only 50Z of 
ciotAllj dlj^trled van «ad i^ff A to«ill7 dls«bl«d wpmo hsv« hMltii 
la««r^flie« ftocftc^loa, eo^^r«d vltii 90Z of tfaOM .irtip <r« oojk dUAblod.^ 
' fullr 3/B or coeaUy 4lMhloi1 poopU^^37.5Z hm' liocdMs/^aniod 
ad iiuoai npil. ^mlem thm po^trtr'^^mL 3< ffl ei^ « la ptcmS of \ tocally ■ . ^ 
ij^f^^ik^ MB «ad 87t of eoemUy dlMbl«4 voma ara ioot In iuo Ubpr 
fore*; paly 122 ^ 2Z, ru^tlTftl7» fiotjk full c£mm^ 

UacadoB «Ml dl«ablIiC7 «r« also IntiirToUtod. : Hln> pyac of cotaUy 
dlMbliod p«raon0 ttcro mtcoadiid .cdilOM» M oppo.oad to 221 of thooo v)^^ > 
m n6c dUablod, vhllo fuUy MC of th* totally dlaabM hava an 
■laapn^Tj frtirml iiTnrarlTn rrJttT and qoly 13Z of tba oos-dlMblad 
. ar% in ehli cstacory. . , . ' ---^ ' 

' -^-'L • . ' ■ ■ - ■ ■ ■ ■ ■ ' ^ ' ■■ V ^ 

. jacboo^ rataa of aarrlat* «r« coaparAla for co tally diaabladr and aon:- 
dlaiblod pa^soM^ ona «ba^ totally dlaablad la cvica a^Ulcaly aa hla> 
AOtt-d^aablad eovntarpart ^iHphm dlvoread or .aaparacad. 

' This /information aaalata ua In racofnlxlng tba davaatatlns lopact of . 
dlaalklUty on tha ladlrl^ial and bla or bar ;faadJ.y. Without aajes ^ 
«fforta to laprova aarrleaa and «oordlaata tliaa, it ij iznllkaly that / 
;thaaa aad^atatlatlai will chanf » draeaaclcal^ in tba fucura. 
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teMBM -rf' th. rieopJltlon ^ ch« mMslv. d.f i<;iS« la acting th. n..<U 
L^McT'oMt i«ficl«ael^ throu^ .nacOMat of PubUc L«v 93-112,, . . • 

'., *■ ' ■ , ■ /• . ^ ■ 

. SSTv ^ SiSSluStloa Act conwlflT four ,.ceioi.^ch «• only , 

"^"lISLrtan <«zi%Ka CoMJllaac* Board to Bonttor and anforca F*4aral . 

tn^45-^ aatabll.h«l uadar tha Archl- 
r^SarSaSiricronseS/ S^c3on'503 .r«tul?« govaraynt contractora 
to 2^JSiS^Lci«,i'pro,x^ to.hlra 

aaetlm 504.prohlblta dlacri«laatKto aol^ ott^ tha bay la, of »ndlcap by 
^ iStoM or initltutlon tacalvtog SUtal <ln«»clal aaalatanca. 

with tha 197* •■•id^t* to tha Wiabuiueion Act cama anabllng lagla- 
^^Lr tha^atabultoant of * Bhlta^aa .Conf aranca «n Handlcappad 

SSIarnS th»^P««:of dlaifil^l l^.d^vldu.1. J^.^'PVf . 

si :S^rS^iilpStiSr5f tho.. raco-««lation- ara about to bagln. 



PubUc L«» 94-142. xha Education for All Handlcappad Chlldran Act raqulraa 
^t LlLadic«.i^childran ba provia«l a'fr.a. approprlata, public 
^^naa for.B-atlng thla raqulr—ae ara l«po.ad. 




•ducatloB. 

SLi^^htTofhaidlcappad A-rlcana. haa takan of flea. Oala- 
i^?^S«2LIt?orof ««tally^atardad and mantally lU par«ma la und« 
:SSf:::ii:'*'S^r; rialoL ..p^idla, th. nght. of inatltutlonallzad 
p«nons Ar« b«ing r«nd«r«d. 

. -Addlai to th* co-pla«lty «id tha chaU.nga of th«a ««««' 
tT^cal and blomadical kaowladga and pachnology. ^''^^ „. ' 

iLTtS difacta or traumatic Injury or d'laabllng dlaaaaaa whd »ould hava 
S1^,^«^n or t-o ago. aia throu^ thaa. ^.^i^?^-"^**- 
telncraaamg oobar of oldar par.ona. -1th 

^^adudlng arthrltia, ranal 4H««««. ratlnltla plgaantoaa. 




95 



«1 »nr oth.rr. «. miil^ to th. problca. 

diMbSs «ito«.b5. «n iotorcyd. «^<i«iM »r. lacre«ltig thrffcn^«_ 
of p«M>..vltta'.pii>.l tord injurl.. «id tr«»»tlc brain d«»g.. C«ic.r. 
.troka. «nd h-rt dis«««. contlm- InoonOily to *l<i so tb. lUt of 
jtadlTldnala. * ' / 

' It U cli«r etat th» prMiBTM for.clnag. to our way of dwUng rfltlj- 
th. dls«bl*<i «• lacT««*lng. How can «i b.gln to d««l vlth tho.« , 
In^rM^lag prM.«^. V». th. fin.1 «i*ly»la. »er.ly r.fl.ctl<»n. 

. of n»«d? I " ; ' - " - 
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V. ?roi»o««d'"l*Pttctttr« for m Co^Jtihcnilve Servlci System- 
for Dl#«bl«tfS:^vidu«lj'' 

■• ' . . ■ '■ ■ ' ^ ■ .' 

ThT« Is no sTStem'fof^^ dslivry of a con tinuua of services to ^ ^ 
di— bl<d ^•ople in Africa . 

There are ecattered pro|raiia with varyii^fVavele of adequacy, 

addraae dlffer«t naada of thasa individuals. Soma of theseHF« 
dlractad to tha apadal needs of the disabled, such a* rehablfttatlon 
••rvlcas and SSDt. Ot^e are not -disability related, such ae titla XX 
end food <taKM. Sinesl5th«ra ie no coherence, pettem, P^f*^^ _ , 
^tt^ 'to^ provinoTof eervlcea the neede of the whole individual 
are nowhere coniidereif, end aa a reeult there are both major gape in 
aarvlcea and pervasive unmet naede. 

" $ 
In the abeAbe of e comprehensive plen to meet those neede, it is a 
logical conslquance thet cepedty ia aleo Ucking on the pert of 
raderal. State, and local' government, end in the prlvete ^ 
provide e full t.n^ ot servlcee to disabled individuale. In addition 
to the lack of capacity to "meet needs, govemmant and prlvete funds 
have in paat years been spent on fecllltles that are nowpercelved 
to be inappropriate- Other funds have been epent on eervlcea that 
are misdirected. 

These defidendee in policy, plennlng, a^We's, snd facilities all 
repraaent ^arrlere to tha full integration of the disabled into the 
^IC^ria^f Amarlcan eocUty. Since these deficienciee heve existed 
since thTbeglnnlng of our nationhood, disebled individuale for the 
^t part haJ. been shsltered, and institutionalized. Beceus. they 
sr. "different" from the able-bodied, they are all too often aisunder- 
etood and even feared. ^ , 

Feer, mlaundeJe tending, end e sheltered environment heve reeulted in 
ri^clety that ignore: the needi of thie population. B*^^^*f»; 
only phyeical but aleo. ettitudln^l, are the legecy of theee long • 
generations of neglect. 

The taak for aociety, then, ie to begin to correct theee "^J^f^ 
inlde^clee. Qur^ssion is to nrovlds s conceptual 
. .h,ircorrect i» r rhrnueh^e pl ^n^.i. comPi:ahen.1ve network ^"^'^^^ 
delivery , end to begin to fill soma of the gap, in service., e.rvlce 
delivery .cap^ity, and public awarenaaa and attitudes. 

. T K. Ideel structure for compre h^nAve ser^/ice rirl Ivpry woula insure a 
T^^tinuf of ser^^i fnr all du lbled individuals ranging from : 
preconception throu gh senescence. ^ 
' Thie Impliea' the coordinstsd development of a capacity to ?Povlde five 
levele of care and eervice: 
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In orJsr to Insur* continuity of atrricts in a holistic fraaavork it 
is nacaaaary to s/bovids a fpcal point in govarnaant to coordioata 
both tha aetivltias of sarvlcs pTtfi(i^^,B and~ tha prograas undar which 
aarvlcas ars providad. As tha ^rii{cl!^*l Fadaral agsncy viCb rasponai- 
bility for aaa^lng aany of tha aaa<Ui':so|^ pcopla oyar a ful^^anga of 
disabilitias and laval* of disability for paopla of all «8\^ it i* 
'logical to plsca this coordinativa raaponaibilicy in tha BSnabilitation 
Sarvlcas Adai&iatratlon. As a point of dapartura, RSA should ba givan 
laad ag^cy responsibility ^or tha dcvalopaant of a national Federal 
^ policy on disability. 

► Pending tha davlogfaant of a national :policy wa can offer a conceptual 
fraaavork for tha building of a cbaprehenaiva aarvlce delivery network 
n> for people with i^^fmhfMrimm. . ^ ^ 

Such a network wo«ld nacasaarlly include (1) inatitutlonalization for 
^ thoaa who are ao profoundly disabled that ncr alt emat I've living 
arraftgeaents ars feasibls,o<^>v4.ndependent living rehabilitation, 
including transitional living, congregate livioa, and halfway house 
accomodations, and a broad range of services to develop in dlaabled 
individuals who have no vocational goal the capacity to live 
^ independently and noraally in their homes and conunftiea, (3) voca- 
* tional rehabilitation for persons, both severely and less severely ^ 
disabled, who reaaonably can be expected to develop yocatiohal goals, 
(4) coBBinlty'-'based services, to insure that a continuum of services 
is avallsbls for all disabled people who are not in institutions. 
Ths Itfvel of services, and the intenaiveness of such services would 
depend on the needs of the individual. Many disabled people ^11 need 
soma services throughout their lifetime, wMch may not directly relate 
to the level of their disability. The following schematic portrays 
in broad te'zas tlie scope of this network: 
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le would btt ««iiful CO iadleac« dia r«ng« of ««rylc«a imdtr Ch«s« 



C^^mlCT baaad — rrlc— (all dl»«biUty all «f ») 

•qua! MployWae/afflzBatlv* action CranaporCsCloa 

archltacoiral barrlar r«aq^ racraatlon 

tai that i— DTff / f *TTr^<*^ lae«aU^* *pubUc aafacy 

local iafoaadon and nfcrral, oucraacb public avamaaa and aducatlon 

pobUc haaldi«-pr«nacal, poacparcua caaclnf , iHonlzaelon*' 

IncafradTa ggi ai i— iit/aodal aarrlca acancy prograaa > 

tachaicai aaalataaca to acbool syaeaBa/approprlaea.aducaelon aaauranca 

Vocational rahabllltatlon aarvlcaa (working aia p opulatlon.^ocatlonal 

■oala) 

coosaallas and guldanea raatora^n aarvlcaa ^ 

aralttadon oT rAAllltatlon potantlal axtandad evaluation 

pronalon of aids and ^avlcaa - f f^Uy aarvlcaa 

■alntanaaca^durlBf rahabltltatlon / pl ac a — n t' and followttp 

intarpratar and raadar •%v^r±M '/ ' racrultaant and traliiinf aarvlc 

vocational aod otb«r cralnlas 'aarvlcaa and ^(arlala 
tranaportatlon ralatad to vocational rehabilitation aarvlcaa 

Indapudant living aarvlc— . (aavaraly d^aablad. no vocatl onair^oala) 

attendant Ma4saB»nt, attendant care financial nanagcaent 

ability and trtoaportatlon ricreetion 

bOM Mnagoent, chore services pssr counseling 

Mdlcml ■•fntanance end eelf-care eexual and personal edjustaent 
trfnsltlonal living srrang—ante . ^ ^ 

' social ekUls and problea eolvlng - * . 

Institutions (all ew. aoet eeverely dieebled) 

activities of daily Uving physicel exerdee 

educational develop^nt social development 

aedlcal care* other life sustaining acrvlces 

Sjxrvey of services currently provided . 

' Vhet eervlcie ere now being pMvlded.'and by whom? The vocetional 
rehab llltetion progm hee provided aarvlcee through e Stete agency 
syetes for many years, RahsbUltetion couneelore, employed b^ the 
Stete. secure educetion, training, work experience, dlagnoela, 
a^luatlon and raetoretlon eervlcee lor their clienta. Much of thia 
is done through purchase of eervlcee from public or prlvete rehabili- 
tation facilities, manufacturera of aids and dcvicae, phyeiatrlats. 
psychologlete", end busineseee* Educetlon and training and medical care 
can be coordinated through other programs, such aa CETA, title XX, 
Msdic^e/Medlcald. ' , w 
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Sc«c« dcvttla^aatal diiabmtl— couadfa ttcvpc co leverage «nd 
, coordinate a vldo raafa of tMOureoe for Macally reterdod persona 
Mad tboM with car*r«i palay, apUepay, and auclaa, without regard 
to ace or aaploTabUlty. ^ 

te^rafaanalva ■adtr a l rahaMtl|tatlon caatare provide raheblllceclon • 

aarrlcaa, prlMrlly with e aadlcal aqphaele, to Indlvlduala outalde 

the woeatlooal rahablUtaclon eyetas. Tha^e cancere ar^loceccd 

ehlafly la boapltal ••tcloga and aay be eupporcad through^ fouadaciona, 

aa poblldr eupporcad antltlaa, or aa prlvac^ for profit or not for 7 

profit o^aretlooa. ^. ' .. ■ 

• laatltutlona for aantaUy r4tardad, ■antaily.Ul, or profoundly ' 
phyalcaUy handicap ped Indlvlduala are provided by Stacea, city or , . i'' 

cooity raaonrc^e, and other public and private for profit end not '-^f/^ 
for pipflt. agaadae. 

rnwiiilty eervlcae and Ipdapandant living eervlcee genereljLy ere noit * ; 
provided la a coordinated way. Larger cltlee may^ve ettentlorr-too 
the epa9lf Ic naada cTf the dl^blad, and Statee have In e few ci;eee 
aatabllabad Independent living eervlcee through vocational rehabili- 
tation egandaa'wlth State funda. 

The link baci^ean vocational* Tehebllltetlon eervlcee end cmployaant for 
thoaa who have been r^ablllteted bee not been eddreaecd In e maj^ 
way. Traditionally, vocational reheblllteplon egencles have viewed 
their role aa one of p rap ere t Ion of tKe^dlvldual for employment*. 

To gree te e n^ t4omrlde network of comprehensive servlcee to dleebled 
Indlvlduala, aachAnlama end delivery ayetema end coordination polnte 
■uat be aetabllteed . ' ' 

f 

' Tot coiBunlcy-baaed. eervlcee, cepaclty building will be eccompllahed 
. through regional. Intergovernmental resource centers which will 1^ 
provide technlcel-aaelatance, guidance on Integretlve progrennlng,' 
modal ordinances, public information attterlals. Theee x:entere will 
aid coMimltlee In their -raglona in dewaloplng community eervlce 
machanlama.- Monitoring of center ectlvltles end eccompllehaente ' 
will be doika through The Ragipnal Offices o^ RSA. . ' , 

• For Independent living •rehabllltetlon, grente will be provided to 
State vocational rah eb 111 tat Ion agenclee, to conmunlty^aeed 
•^rganlzetlona, to prl^ete nonprofit and poeelbly profit-making 
forgaalzatlona, and to coneuaer orgenizetlons en'cl cooperetlves. 
Co^dlnatlon with vocetlonel rehabilitation agenclee will b^ 
effect to tranafer to the vocetlonal rehabilitation program 
Indlvlduala who develop vocational goele.ae e reetilt of their 
indapeadant living reAabllltatlon. Information end "referral 
•achanlama wlll,ba expanded et the Stete and local levels.' Guidance 
end monitoring will be done by ItSA. 
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link b«ew..n -rocclon^ rrtiabUlt.t^on ni e«ploy»«it wlU be 

^riS;. bJt. ich Inducer, council. ^° ^J'irt.tlon * ^ 

>T*aa to Mtch jobi and voc«tlon«l f.h.blllt.tlon ^ , 

.mployt. to •'co-od.t. , . 

of nmn t^chnoloiT. "Id* *nd d«^«. ^^^^^•;/^„dlc*pped person. 

c^mrmiLi^ co^«rAml eht«rprl»" coaprlsed or '^°°^"rr^, ^ 
- i;^p:ntrfor th. pux|0.. oe d.,.lopln,^«.<i -.rW^tlng . 

' product! and ■•rvlc^i- 

. st.t-.mb. .f'«Xtrtrtn:sJLiiol*:ft^<itv?:^"i«. 

e«p.cll7 to prw«it from institution.! • 

s^TtSS' iLr!^'u:^'c::;cio;'^tXi. for -.o. 

'.t^iTii m«ir«l. tWb«t po..ibl. condition, .r. «.int.in.d. 
. TO in.ur. tH.t th. right, of ''^•^^•^"^i:^!:^^"^,::^?^!^'''' < 

-f^ir-^^-Shrd-iis^c:^^^^^^^^ 

b.r^r. th.t CO"'""' ^° proviSr^d».n for in.urinfe 

=^ikr.'ti'oLTreSIbf ".fioi Tuent. receive .ppropri.te attention 



to their n»«d«. 



* \. 4«.r. f^mr «!• trust and misunderstanding In the cotMunlcy 
To allainata fear, mistrust «iu rotmnunity support 

so that attltudlnat barrier, and fP^^^^^'^^.-^n^^tions will 
can be r«.vad. coimnunlty ^^'^^^^^ ^^t^'^^^^'.^^^bed above. Public 
ba established through iCh. regional centers descrioea 
fonaa and discuss loms vlll be encouraged. 

Conclusion . 

.ddition.! ch.Ueng.. fee, our go,.rn»ent of^/"^",^.^^ 
!:^,c to provid. full .<'"'^'y "Z,'^,;;^ of "chnology, 

di..bl«l p.oi.1.. A-oog ^''•••"•^^Sty prevention «id re.tot«tion 
»«licl «id biOB.dic.1 .dv««:.. ^r»'„i;'J^ li deiri.titution.lir.lion; 
,cr..tion of . coordin.t.d. for dia.bled childry 

^providing th. „«i;i!eduction - *05i?lon.\ 

through .■ fully coordin.ted H..d St./:t " -P""^ r 
^a«ion - voctionil rri..biUt.tion program. J 
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It li dear that the legliUtlve proposals we are presenting are 
Bodes£ but afflrmatlva steps toward bAiWlng a comprehensive 
■ervlca nacwork for our dlaabled citizens. They are Initial steps 
but laportaat oni». and they «iat be adopted if we are to realLlze 
oar goal of filling the major gapt in sarrices and the tnecha^lsms 
to deliver them. The Bom«ituo for making truly great strides in 
bringing the disabled into the' aainatreaa of America must not be 
lo»t. • ^ 
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VII.. Pl*tt« for kh« Ftttur*: A T«nt«tlv« Agtada 

.c«t«d^«rllpr IQ thJU p«p«r, tht.dMlgn.of a panoply of ntw «ppro«chM 
Atf4r«s« th«*co«pr«h«Mlv* n««d» of th« dUabl.d In^ur Mcltty «u»t . ^» 
itcU d«T*lop««t of a MttODAX, CQdrdlMt^d policy. Further, with ^ 
nmcc to additional najor profraaMnitlatlvaa for-cha Rahabllltatiion 
Sa^eWbM Adalnlatratlon, eba craatlon of a policy davalopwat, aaalyaia, 
and losf rMta-^l«»ln» capac|^ty wlU fxaacly imr^^ our >blllcy co . ^ 
racomand ncv dlracilon^ ^ ^ . • . 

Tmcadvaly, hoi»«Tar,-Wi ara looking t*rard iapla^ntatlon ofrntw concaift. 
In a ntrtar-of. araaa. »Thraa ofN^oaa hcva baan praafntad "^^ha Sacra tary 
• aa aajor laiiJlatlva ^claclvw^ an Indapandant living rahabllltatlon 
ptotna, anatfc^taratad a^HoyiMnt and training pn^rai. and a, co«unlcy 
aMlat'aM«*and public awaranaaa progra.. Tha authorization lavala for 
thaaa thra4 pro5o«U total $96 ullllon. ' That >odaat funding l-yji^-^-^ ^ 
STof co«rS*7caka cara tff aU tha naad^. , But 1^ f. ^i^I^^^' - 
to.thouaaAfla of dlaablad paopl*, and tha apount axpandad wlU ba ratur«4 
■iftyfold In tarM of cold acono«lc Juatlflcatlon. J^ar% U no way to - 
pUca a quantlflabla valua on lapwvad quality oMlf a, • laprovad aaU-imaga, 
aotial^accaptaoca* or job aatlafacclon. ^ * 

Sotta additlp»al naw dlractlona wfc will ba axpldrlng faduda: 

- . Working toward a fully coordlnatad Haad Start - ipadal 

vocational aducatlon - vocational rababllltat^on program, natlTOrlda. 

. Undartaklng a coaprahanalva national lurvay of disabUicy and 
•aarrlca oaada, with conaaquant davalopmant of a national data.^ . , 
ayataa on diaablllcy.. 

• Mounting a. ■ajoroutiaach' and. rafarral progrmi with raspact to 
dlaablad Indlvlduala who ara moat agragloualy undariarvad 

^ thoaa with aulti^l* handicaps of phyalcal or mautal dlaablllcy 

coablnad with cultural and aconomlc daprlvatlon. ' *. ' ' 

. Craatlng'a coordlnatad progr« of dalnatltutlonallkacion involving 

• tr«naltlonal living, group homaa. and hablUtatlon r^habUl- 
tatlon aarvlcaa. ' 

. Eiiainatlng dlalncantlvaa to rahablUtatlon, Including tha 

ratantlon of Madlcara/Madlcald banaftts and food .tampa aftar 
• aaploywant. ^ / 

. supwirtlng lagal aaaiatanca cantari for tha dlaiblad to protact 
thalr rlghta undar-titla V of- tha RahabUltaclon Act. 

. EatabUahlng a natlomrlda »y»tam of cUant aaalstanca programa io 
fhat, through ombudaman, dlaiblad Indivlduala wiU baabla to 
"fight tha ayata«" to obtain tha fullast powlbla sanrlca banaflts. 
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Danonstratlns mw approaehts eo aMClaf eh« eryiaporeaeio^tnd >x 
rMldltntlal iiM<U of dlaablad p«opl«. 

Vtaitiaclai « eoop«raeiv« rtM«rch affEre In et^er&L n«rvou«>^ 

/ t^«tM (vplaal cord) tts«n«r«elon, «nd In mrtas-of dijcblllty'' • ^ 

^ pr«nr«acloo, aMllorAClon» cod er«mCMne.' i 

• 'adopting a n«r £oeu« for InearnAClotiAl r«h«biXie«eion l&earchAngas 
^ eo ttkA wiP9§£XM%% 6£ CachnologlcAl «ad ••nrlc« d«llv«r7 Ixmovadlona < 
of d«vttlo«td lutlonr. * 



■▼•loMd lu 



^* bplon^R^s CO .BMC tbc^attd for n«w or r«noy«e«d rihabllltACljon 
f aelLtelM snd pb7«ie«l loprovamu la ln«elcuelons vte^ch hous« 
pbTslcXUy and Mncallr dliamad p«opl«. ^ . 

Th^« 9X% -vxcltlns claM for dis«bl«d AmtrlcAos b«CAus« tb* poccnclal 
«sl«es for dmatlc brMktbrougbs la,i^«lr ««ll-b«ln|. W«.ni«e hav« 
tlM «m axid tb« dauniaftdon co eo le chAC b«i^ dl^abltd In • 
AmtIc* li noc a concLnucclon 9f that which baa gona on bafora. Wa muac,^ 
as a go vax ' ua ant^ rainf orea our xonaltaanb Co aaac haad-on ona of eha aajor 
cbalXangaa of our dajr — bringing l&co cha aalnicraaa of Aaarlcan sbdaty 
a vulxMrabla and pracloua hpmaiv raaourca — cha mllllona of diaablad 
clclgana In our land. / 

„■ , • ■ . * 'i. 
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We now have a panel on the task force report on definition of de- 
velopme^ital disability, Mr. ]!^f?Tnan V. Lourii?, chairman of the task 
force on definition of developijiental disabilities and executive deputy 
secretary, Pennsylvania Department of Public Health. We welcome 

^^Dr: Louis Z. Cooper, who is professol of pediatrics, Columbia -Uni- 
versity, former vice chairman of the National Ad^^isory Council on 
, Developmental Disabilities who represents the majority report, and 
Hon, Mary Lou Munts, State Joepresentative^froni Wisconsin, \yho is 
•a member of the task force on definition of deVeloiX^^ental disabilities, 
.representing the minority report^ and DrTEBiior Gyilay, project-Ndi- 
rector, ABT study of definition of develocnieiital disabilities. 

We welcoTfie each of you here. We appiTcbvte your presence. Your 
statementVwiU be made part of the record iii^full. If you can high- ^ 
liffht yoi^rStatgment for us, it will bejielpful. 

STATEMENTS OF NOKMAN Y. LOUKp, CHAIRMAN, NATIONAL TASK- 
FORCE ON DEVELOPMENTAL IIlSABILITIESv ELINOR GOLLAY, 
Ph.. D , PROJECT DIRECiOI^ STAFF PlRECTOjl (PD) ; LOUIS Z. ' 
COOPER, M.D., PROFESSOR 0^; PEDIATRICS, COLUMBIA, ON 
BEHALF OF MAJORITY VIEW; HON. MA^ LOU HIUNTS, WISCON- 
SIN STATE REPRESENTATIVE, ' ON BEHALF OF -MINORITY 
REPORT ^ • , ^ 

Mr. LoURiE. Thank you very much. • • , « u 

We are pleasM to be here. We sufrpest that I open briefly with a 
summary; thenar. Gollay, who was staff director, will talk about the 
processes; Dr. Cooper will describe the majority report and Mary 
Lou Munts the minority. Tiien we will l>e available for questioning:. 
M>. Rogers. That will be fine. ' ^ -a a 

Afr. LouRiE. You do have a copy of the i^eport and I have provided 
" for to<lav, what amounts ot a brief overall suniinary ^see ]). 10()]. 

I wotil'd like to sav a^little aboiiV the Task Force and the^ report. It 
' was a wide open process. The' \\'nynivnibei'S. of the task force were 
chosen; access to the documents and the task forces' work on a day- 
by-day basis were also wide open to hundreds of Individuals and or- 
ganizations who had relevance and interest in the work. A newsletter 
and other materiarweredistrihut-ed. " 

I ^uld also point out that otir single hisk was, at the request of 
ConjrressAo study the definiticni. In order to study the definition and 
its relevance, however, we did have to look at what surrounded the 
definition. . 

In bur'meetin^rs we were presented with staff documents and docu- 
ments from the field which dealt with such issues as the natui^e of the 
population ^rroiip and the criteria that should l>e applied m order to 
determine who is included within the tcrni. We studied documents 
that defined the main-issues that derived from the nature of the Cur- 
rent definition and proprram as it is le^rislatively mandated and as it 
is operated, particularly at the State level. ( 
^ Wd looked at concerns that were den\'ed from the broader context 
vhich the developmental disabilities pronrram .operated at the 
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Federal and State levels. We lookedYt implications for'the various 
Oopulations that might be exploded W,included in the d^mtion, 
depending on which'kind of deenitionWe Avould corj><rttf)jvith. 
Finally, while it was not our t^sk.ter^evaluate this program^o look 
• at what it was doing, how well it wasNjovn;i, and .whether pi* flT^e 
thought the program was effective «r not effective^was in^^Je 
that we should have come acroa^Nseofthe^c^^ TrH^t 
s6me 6f them but without comtrfg tS^nr^oScTtlSua^^ we 
stjited what sepm'ed to us to jfe^spme of the^ajOrJ^icy issUes^- 
/It is quite Jear from yoW^iiestionii^ ei/heP t9d5iy that these are 
policy issues and dilemoias that facc'Coi>gr^s, tlj&,p8oplc in the 
progi'am and th^ieopMin the field. Wa^sumrtarized four^of them. 
T woiiUJike to repeat theVbefore we go on. . ■ 

One is^that there is a" lack of dear responsibility iitthe State and 
apparently at the local level for care oUhe developrafnta ly disabled 
.population and for all the severely handicapped, no'ms^tter how de- 
fin^, arid a lack of direct link between the State ^•'y^'f ^.P 
a Federal service agency for the total developmental disabled popu- 
lation, and for its largest group, the mentally retarded . , 
Second, there is a lark of clear responsibility at the individual 
(dient levd for coordination and case management of the man;y serv- 
" fcl which developmentally disabled individuals require.tts well as 

.""VhirdtSS^a^lack of coordinatioi! bet^vt>en the major nriissions 
of the develop^mental disabilities program and its actual authority, 
both at the national' and State levels. . . . '„^^^ 

Finally, there is a general lack of clarity concerning the purpose 
of the developmental disabilities program. People yiicj^m their opin- 
ions as to what it is supposed to accomplish. * i „ „ 

^ With tha*, I ^vil^'ask Dr. Gollay to describe thr^process of how we 
cot the report and recommehdation before you. , 
Mr. Rogers. Thank-you very much, Mr.»Lourie. 

rTestiniOHVJ-esuine.s.()n p. 12n.] , , /*„ii„.'.t 
< [;Mr. I^une'st)reparedstatement and attachment follow .J 
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INTRQDUCriQN ^ / . 

^ . I VERY much' APPRECIATE TH^ IW^ktATION TO REPORT 

TO YOUR Committee THE recommendations qf'the National TasIS; 
Force on the Definition of Developmewal Disabilities. , This 
^AfeK Force carried out the Congressional mandate to Tfft 
mf\^t/\ku^ Education and Welfare for a special^ 

STyDY^^)ft /THlE DEFINITI-ON-OF DEVELOPMENTAL DISABILITIES. 

The Task Force represented a wid| range , of experts 
AND i/tere^ts. a copy of'THE^^ort^ was- transmitted to the 
Committee, 'on Novemb&r 3rd. an^i we hop^e that the Committee 
will see fit- to include i«e report in its record.. .following 
THE Act of Congress. ^FfTSE^TioN 30L(b) of Public LAW^93-i04; 
THE Developmenta^Disabilities Office/ of tke Department of 
Health. Educatio^- and Welfare awarded a coNTRACf to Abt Assoc 

FATES. , InC-.'^ to conduct THE "INDEPENDENT STUDY 0> THE DEFIN- 
ITION OF Developmental Disabilities"'.! A National Task Force 

WAS ESTABLISHED.' UNDER MY ChI ARMANSH I P . TflE feNTIRE TaSK 

Force, as v^elx a( many individuals an^ c^^ganizatiows through- 
out THE COUNTRY. WORKED 'hARD TO CONTRIBUTE TO THEJ^EPORT. 
ThE"LIST,(>F ITS MEMBERS 'IS ATTACHED. 

iP,Q nFFt^pSin.. .... 

; waVm( 

COOPERATIVE IN THIS EFFORT. LaRGE NUM&ERS OF fNDlVlDUALS 



T|& Developmental Disabilit^ibs Offi^e\ow\n the 
Human Developme-nV Services Administration, of HEW; waViost 
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AND ORGAN izAT ions RESPONDED TO LETTERS >^ND DOCUftNTS 
SPONSES were' THOUGHTFUL AND USEFUL. . ). 

The Task Force was chosen through a* careful h^cess 

AFTER soliciting NOMINATIONS FROM OVER TWO'HUNDRED ORGAN.I'ZA- 
TIONS; AS WELL AS FROM FeD^^AL AND StATE feppGRAM Of=FIClALS. 

- The Task^orce met 'for three ^EXTEwiEi^ working ses- 
sioNs. Sub-groups WORKED BETWEEN sessions/ Abt Associates 

PROVIDED COMPETENT AND DEDICATED gTAFF WORK.'ThE PROCESS WAS ^ 
OPEti, TH0UGHT-9UT, OPlfJlONS AND FEEDBACK CAME ^FROm' OVER 500 • 

perSoms and organizations who were, kept I nfoi^med through 

NEWSLEtJERS. MINUTES. RESEARCH AND BACKGROUND PAPERS . hOR 

WC^KING SESSIONS. PAPERS ON THE FOLLOWING TOPICS W^RE PRE- 



THE 

A 

PARED 



1. Issues surrounding the natOre of the target 
group; defining the criteria thaj SHOULD 

APPLIED IN ORDER TO DETERMINE WHO IS INCLUDED 
'WITHIN THE RUBRIC "DEVELOPMENTAL D I SA&I LlLJLtS 

2. aPeFINITIONS OF THE>IAIN ISSUES TKAT DERIVE'^ FROM 

( THE NATURE OF THE CURRENT Jeve'lOPMENTAL DISABIL- 
ITIES Program Botn as it is 'legislatively mandated- 

AMD ASIT IS ACTUALLY OPERATED. f^ARTI CULARLY AT 

the state level; 

3. Concerns derivinc} from the^ broader context; in 
WHICH THE Developmental Disabilities Prog/?am 



1 ff^ 



OPERATEsVr THE FEDERAl^-AND TH^ S%TE IevELS-^ 

AND wy' 



V 

\ 

r^ONS INC 



UDED OR EX- 



♦ ^ , ImPI^I cat ions ' FOR ^POPULAT \ 

CLyDED FROM THr DEFINITION. 

-RfCOmT^^^ nFFINlTlON , 

The REctJinf^NDATiON.oF THE Tasi^ Force for the appro- 
priate BASIS OF^A DEFINITION STATES: ' . 

For purposes of the Devei^opm^ntal Disabilities Act. 

A DEVELOPMENTAL DISA^^LIT^^ I s' a' SEVERE:. CHRONIC DI 5ABI LITY^ OF A 

pe'Irson ^mba: , ^ ' ^ ^ 

*1) IS ATTRIBUTABLE TO A MENTAL /5r RHYSI CAL IMPAIRMENT • 
or" COMBINATION OF. MENTAL AND PHYSIofcL IMPAIRMENTS; ■> 

2) IS MANIFEST BEFORE AGE 22} 

3) IS LIKELY TO CONTINUE 1 NpEF I N I TELY; 

.4) RESULTS ^SUBSTANTIAL FUNCTIONAL LIMITATIONS IN THREE 
OR .MORE OF THE FOLLOWING AREAS OF MAJOR LIFE ACTIVITY:, 

a) self-care.. ^ 

B) RECtPTIVE AND EXPRESSIVE LANGUAGE.^ 

C) LEARNING. ^ 

d) mobility. ' " 

e) self-direction. 

f ) capacity'^or independent living, or 

g) economic self-sufficiency; and 



lie 
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. 5) REFLECTS THE NEED FOR A COMBINATION AND SEQUENCE OF 
.SPECIAL INTERDISCIPLINARY^ OR GENERIC CARE^ TREATMENT^ OR 
OTHER SERVICES WHICH ARE 



a) of lifelong or extended duration. ANB. / 

^) 'INDIVIDUALLY PLANNED ANdVoOBDI NATED . 



This^inal recommendation reflects the majority opin- 
ION,' Each element of the definitiqn' was voted on separately. 
In virtually no inst/^nce was there a unanimity, ^Some dif- 
ferenc*es were i^eld -more strongly than ' others . nost strongly 
expressed were the. di fferences centering around spec i f i caffon 
or impairments and categor i es- of conditions, 
IllNQ R I TY R EPORT ' • ife 

There rs a minority report which differs from the 

MAJORITY report C^LI IN THE RESPECT OF NAMING SOME CATEGORIES 
IN THE DEFINITION, ThE MAJORITY REPORT DEFINES A SEVERE/ 
CHRONIC DISABILITY OF. A PERSON WHICH " iS ATTRIB UTAAIP TO MENTAL 
OR PHtSlCAL IMPAIRMENT OR COMBINATION OF K FNTAL OR PHYSICAL 
IMPAIRMENTS '". 

The MINORITY REPORT PROPOSEm"HAT THE SEVERE. CHRONIC 
DISABILITY IS " ATTRIBUTABLE TO MENTAL RETARDATION. CEREBRAL 
PALSY.- EPILEPSY OR AUTISM. OR IS ATTR ! BUTAB1£ TO ANY OTHER 
CONDI TION OF A PERSON SIMILAR TO MENTAL RETARDATION. CEREBRAL 
PALSY. EPILEPSY. OR AUTISM BECAUSE SUCH CONpTfl ON RESULTS IN 
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filMIIAR IMPAIRMFNT OF G FM"^' 1 NTfll I FCTUAL FUNCTIONING AND" 

•■ ^nAPTiVE BEHAvinp ANn R E Qiiifcs TRFA^FN|f>Na j|RVrCF!? S I MILAR 

TQ THQS^ REQ ilIRFn FOR SUCH ee1^6(WS >. * 

I [MITATinHS% THF;MTmRrffY REPORT^ • 

Translated into operatToI^Ai ffepWs both proposed de- 
finitions PROBABLY COULD BE^SAID TO COVER THE SAME POPULATIONS, 

However, the ma^^rity report is ^uch more clear in that, it 

SPE^^f^^^L of THE, mentally AND PHYSI CALLY .S,EVERELY HANDI- 
CAPPED. THE MI NORltY REPORT. IN^SPECIFYING SEVERAL CATEGOR- 
ICAL CONDITIONS, DOES NOT DEAL WITH THE OBJECTIONS OF INTEREST 
GROUPS WHOSE CATEGORIES ARE NOT MENT I ONED . AnD, PRESUMABLY, 
THE SyUDY WAS DIRECTED BY CONGRESS, IN PART, BECAUSE THESE 
CATEGORIES WERE UNHAPPY ABOUT NOT BEING MENTIONED, OnE NEEDS 
TO QUESTKHJ WHETHER THE NON-MENTIONED CATEGORICAL INTERESTS 
WILL BE SATISFIED WITH THE PHRASE. "SIMILAR TO MENTAL RETARDA- 
TION. CEREBRAL PAI^Y^ EPILEPSY OR AUT 1 SM^ a£CAUi£ SUCH CONDI- 
TION RESULTS IN* SIMILAR IMPAIRMENT OF GENERAL INTELLECTUAL 
FUNCTIONING AND ADAPTIVE BEHAVIOR AND REQUIRES TREATMENT AND 
SERVICES^SIMILAR TO THOSH REQUIRED FOR SUCH PERSONS", 

On THIS GROUND, THE MAJOR I TY^ REPORT , WHICH IN EFFECT 
IS THE RECOMMENDATION -OF THE TaSK FoRCE. IS BROAD ENOUGH TO 
COVER ALL CATEGORIES OF MENTAL AND PHYSICAL DI SABI LITY , ' ^ 

n[F;piriiiTiFS in rATFGORi/iNG THE SEV FrI^I Y HAN DICAPPm' 

In CONSIDERING THE 1-SSUE OF CATEGORIES WHICH COULD . 
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POTENTIALLY BE LISTED IN A DEFINITION-TERMS APPLIED TO 
_\oNDn;iONS T+1AT REQUIRE SIMILAR SERVICES TO^MENTAL RETARDA- 



3 



TION^ CEREBRAL p(vLSY, -EP I LEPSY, AND AUTISM-THE TaSK FoRCE 



LOOKED AT LONG LISTS OF TERMS^ APPLI ED BY PRACTITIONERS TO 
SEVERELY HANDICAPPED PERSONS. ThE LI^T INCLUDED: 

Association Deficit Pathplogy Attention Disorders 
.Blind v BR^'n Injured 

Central Nervous System Disorder Xerebral Dysf^t;ion 
Conceptually Hanoi qapped , Congenital Alej^ia^ ■ 

' Congenital Strephosymbolia Cystic Fibrosis 



Deaf and Blind 

OlSGRAPHIA 

Dyslexia 

Hyperkinetk Behavior Syndrome 
Languj^ge Disability 
Learning Disabilities 
HiNi'MAL Brain Damage 
Minimal Brain DysfunctJon (MBD) Minima^ Cerebral Dysfunction 
Minimal Cerebral Palsy Minimal Chronic Brain Syndrome 

Multiple Handicapped Multi-Sensory Dif-ficulties 

Muscular Dystrophy ^ NEUROLOGitA> Immaturity ' 

Neurophrenia Meurologica^ly Handicapped 

tlEUROPHYSIOLOGICAL DySYNCHRONY OrGANIC BRAIN DYSFUNCTION . 



Deaf 

Diffuse Brain Damage 
d.yscalculia 

Educationally Handicapped 
Hypokinetic Syndrome 
Language Disordered Child 
• Maturation Lag 



..1 . I 
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Organicity ' • , ■ OsTEOGEi*^is Imperfection , 

Perceptually Handicapped * Primary Reading Retardation 

PSYCHOLINGUISTIC Dl SABlLjjiT I ES ""PSYCHONEUROLOG I CAL DISORDERS 

Reading Disability ^ l^H^^^^H^ 
Specific Learning Dkfficulties .Spina Bifida . 

"STREPHeSYMBOLiA " ' STAAUSS SynDROME / 

MM. 



Tourette) s; Syndrome } 
Word Blindne^ 

. ; . The M/^£W«m REPOfi^y iN^FFECIy SA^S THAT IT WOULD 
BE IMPRACTICAL AND ADMI N ISf RATI VELV^NFUS I NG JO TR'Y AND SORT. 
OUT A USEFUL AND UNIVE^^SALLY ACCEPTABLE LIST OF CATEMRICAL 
TERMS. 

nFVFinPMFNTAL D l^A^^ ^TTFS PQl ICY ISSUES^ ^ 

In planning any program for groups differentiated by 

DIAGNOSIS OR CATEGORY ONE IS ALWAYS FACED WITH A TRIANGULAR 
dilemma: planning QU the basis of FUNCTfONAL CAPACITY ON THE 
ONE HAND; OyVHE BASIS OF GATEGORICAL CONDITIONS ON THE OTHER; 
AND ON 1^ THIRD SIDE THE BASIC OPERATIONAL ISSUES OF HOW 10 
- COORDINATE SERVICES IN THE 'BEST INTEREST OF PERSONS TO BE 
SERVED. . 

The Task Force was not charged with any responsibility 

FOR EVALUATING THE DEVELOPMENTAL DISABILITIES LEGI SLAJION' OR 
ITS-OPERATIONS, HoWEVER. IN DEALING WITH DEFINITIONAL ISSUES 
IT WAS*" DIFFICULT TO AVOID CONTACT WITH THE BROAD' POLICY ISSUES 
INVOLVED IN SERVING THE RISK POPULATION UNDER CONSIDERATION. 
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While NOT making 'Recommendations on these, policy issues, the^ 
Task Force addressed four major policy matters and made^ 
servations *p0ut them4 . ' ' 

1; Th^E is a L)ttK.OF CLEAR RESPONSIBILITY AT THE STATE 
LEVEL '«)R CARE OF.'THf DEVELOPMENTALLY DISABLED POPULATION AND 
LACK^OF.A aiRECT LINK BETWEEN A STATE SERV I CE ' PROGRAM AND^A 
^DERAL SERVICE AGENCY FOR THE TOTAL DEVELOPMENTAL Dl^lLlTIES 

population and for its lar0ejt group. jhe mentally retarded. 

2. There iS a lack of clear responsibility at themndiv- 

UlLIAtrpCLlENT l^VEL FOR' COORIJI NAT I ON AND CASE MANAGEMENT OF^THE 
'many S^VICES which DEVELOPMENTALLY^ disabled INDIVIDUALS REQUIRE. 

3. ' There is a lack of correspondence between the -major 

MISSIONS OF THE DEVELOPMENTAL Dl SABI LI T 1 ES PROGRAM AND^ ITS 
ACTUAL AUTHORITY, -BOTH AT THE NATIONAL AND AT THE STATE LEVELS, 

^, There is a general lack of clarity concernu 

PURPOSES OF THE DEVELOPMENTAL DISABILITIES PrOG^WCM. 
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a'federai se ryfi ce doefvct/ for o2I;:^j^giA_'3>l:l-^^s 
iaroest Cfoup, the weTytai iy re^LdeiJ. ^ ^ 
in most^tat|s there" i« no singrt sUte operatinq agency witn trh. 
n«.r respo'nsxbUx-ty for the care of |he de velop^enta 1 ly 'disabled population. 
Ir/socne states the Mental Retardation Agency has been retried a -Develop-^ ^ 
mentafoxsabxlxties Agency* In^'a Jew ojf th^se states t>.e <?nange, l-a^tx tie ^ has 
represented an actual thange In the target population fo5„^h^ ajjency:^^ that* 
it/ the agetvy now Verves' indiv>dua;s w^h epi lepsy- .cerebral pal^, or ^ 
Wism Who ar. not rkarded; H<J.eve*C, .xn virtual ly ^n\othe r state/ the 
mantal retardation ^ency c^^nnot 4^egally 'serve tthis" population. , In^ividaa>^ 
^th epxl,ipsy or c^rebral^palsy. for 'example , will un f qrfu^ate ly find th^>^ 
many'retxtled "dfevelopm-Tn'tal d^sabxlx-ties- proqranTs in reaUity "are -gencie% . - 
Whose primary oriS'nta/iolt x^^txU tov/ards Cental retardation. • Often non- 
mentally reta^ed persons are c*lled mentaUy retarded in order :to t^caive 



services 



Irt states Which have not changed the^target population for their .nan-.^ 
tal retardation program, individuals who hav- cerebra/palsy b..t who ar. not 
rtitardad (for example) a*re virtually^unable to loca;:o .r'y connunif^ residence 
prograi^s comparable to those^ which are be ma ^^.abUsheU for Wn.all/ retard^ed 
persons. States which have char. <^ed Ihe^^ :n.nd.^es .re finding themselves 
faced with the problem of retraining staff, addinn r.ow .t^ff with^...^Us. 
di£ficul.t?es of changu^g the image aiid on^tation^of .x^sty^.g servi.es while 
establishing new services for a previously -^ser/?/'. ^nd tr-quenrly ms- 
■ understood pipulation, .expanding r^andatefe b.t pot "n.r.ssar : .y^ex^^ .ending bud- 
gets, etc/ A3 these agfencxes have \xpanded their tarq.^t pcp-.Ution to ^ ^ 
include developmental dxsabxlities other than -^ontal r. t3 rdat indivi duals 

with other similar -disabilities exhibitina tne n^ed fcr simiUr services 
' (such as spina bifida or musc^lr^Viystrophy » incro.v.e thuir demands " 
■ f ■ • 

access to progrms. 

The state mentaPy^etaVdat ion aqonc; -lo .^-it m rest .-arr-s tc? 

being the main servi.f provider for a iar.e .e ^r^-.t ot tne, dev4locr^n ta 1 ^ 
disabilities population. It is "interest '"'^ "o-.e th.it ^ho state ..-ntal 



L.rn does net navp 



retardation agency is the one major -state ser-iTc aaoncy 
a direct coonterRart at the^'ederal Ipv^l. T-.or^ .s no sirW Inderal agency 
which 13 the counterpart to the state mental retarda.i.n ..«r>Vce s.-.ten as. ^ 
there are i for example, for the state education, (in.ludmq special education) 
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department, vocational rehabilitation, public assi.-tance (iacludin9 SSI), 
> social sefvic*, health, mental health and hous ing ^-rcqrans . Increas^n^l/ the 
federal Title XiX jSocial Security 'Act ) program (for •;:•:,^endlturo of monies 
under Medicaid for^a wide range of health cjar^ including iHt^r^ae^iate Care 
Facilities for the mentally reterded and other developnentall; disaoUd) 
As having an extremely strong influence on the shape of state mental retar- 
dation programs because many states are putting large amounts of their :W 
funds irtto institutions to bring them up to .ItF/MR -standards, and are there- 
fore having a lia}iti-ng effect on community programs. 

In sum, there' are many disabled individuals who cannot now turn to 
any single state agency as their primary source to provide or secure the 
total range of seir/ices which-'thcy need; as th<» case maAaqenent link betwejj 
them and an array ol* seir/ices from multiple agencies, Duve lopm'^ntally 
disabled persons, as those individuals frequently nost m need of multiple 
ser/ices and advocacy, are in a particularly vulnerable portion as a result. 



lev? i for cocrrj^ri'ttLon ar.c ci3-3 n.zn^c'^r 



The discussion so far has pointed out sone inadecuaci%"' at the hro*d 
systems Jevel in serving ^Jeve lof mental ly .ii^saclcd r-rsons. Task Force mem- 
bers expressed the concern that at the individual cUen- level th-re t-nds 
to be i major case responsibility vacuum. Cevelopmentally disabled perLons ^ 
require services from different agencies and f rem, d i f f ercnt disciplines, 
Thtf lack of a single state agency with responsibility for thoir care ::iani- 
feats itself at the client level with a widespr-a-i Uck of adequate case 
management. While many (federal) entitlements exist for tne population 
(such as 94-142, the Education of All HandicapneH Chi Mren . Act , and Sucrle- 
menral Security Income), individuals who have :^ultipU needs on . a lon,-term 
•basis are likely to fall through the cracks. »t the individual level sone 
type of "placement" agency or case manacf'jnont .structure i.- needed. Thi ^ 
agency, in order to be effective , ';nust have ♦rho o3u,v.-ity an^i authority to ' 
access services for the DD popuUtion. ?om^- -<;.-rinent? m Pennsyivinia 
and Wi-^consin. should he watched closely. t:^o ro Prcqrin. throa^n tne DD 
council'^ 'jrmtf;, could be use^ to fund :no1^1 '-^ervtc- m-p-.ra-on pro^ect.^ 
on behalf Of the dO'/elopmentaUy disabl'^d pop-ilation. Sut this tJooS not m, 
^the long run sifts titute for on opera; i;ig level rnt i tUr-_ r.t 3yston. While 
the develcpnentally disabled population, is far 'fr:,n -ein^^ the only population 
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requiring such ser,ice integration, the OD population n.od for n.lt.ple ' 
s-srvices tends to be greeter than for mojt popolativns and tho abilif/ to 
access these' mtiltiple services tends to be l-iss- 



■ of ti-? Jg-/^:o:r>entai Disobi i<^s Prcc: zn ■j.ij-. • 



and ics ^cC 'jal ^uchcrit-^. been it cn-j nat-c:.Ji ^. 

• Currently the intended focus of tho DD Pro'^ran Ub^r^iculi'. for 
example In the statement by Harjorie Kirlcland, which appears at the end of . 
Section'4.3) IS planning and advocacy at the 3ystcns and individual levels. 

interest groups have maintained that only if^the CD CouncUs have 
approval pcr-er over federal program expenditure and state plannir.3 viU 
the DD Co-^iTcils be.effective in their systems advocacy and pUnn.nq roles." 
However., existing agencies point out ^Tat it ir. net roascn^.bl'. to oxp,.'- > . 
a cou^ncii of individuals serving in an advisory c., outs.de of . the .tate 

operating systems, to provide an ad-.T^atc and eff-ctive .-vie- a tcr.pl^.x 
,tate pi-ih such as that which is required .n .,»c.al .duc.t.on. Thi. situa- 
tion become. ev.n clearer ^-hen the target peculation .f t.e" .0 Tro.r^. is 
relatively narrowly defined and'not neco.sar.ly ...n as desdr...ng a pcpula< 
.ion wh.ch -arrants DD' Council vet^po^er o:.r st.t. pUns .ntende- far nucn 
larger groups of Lndi'/id'aals. iHlftN'^ 

It r-eems ^unrealistic and F^rhap-; " mapP^ ^ ^^-^ --^J-^'-' -- '^'^ 
'councils asVcurrently constructed wUl oota.n .arprov.! ro-r..r .v.r .U^stat^ 
plans for operating agencies affecting tU. ...^e Icr.on 1. 1 ly -puU- 
tion. On tr.c other han^, if the prDgra.-n 1:. to efi-:tive ^ ^/^orz ^ 
adyocaby force., better necnanisns than cirr-rr. I / -x^-.t -i-^ ■"^-'''^^ ^ 
developed and^irrK^ented. , , ' . ' 

in addition/at ^he individual lovel, t..* J-wU ost^l ishod Protec- 
tion and Advocacy Systems could provide ^t-^tly ^■r.h.nc^d ' y'"'' '^'"'""^ 
If the Protection ,ind Advocacy ptogr^mG ar-, T'jly - r : -t i V'-^ - --^'-^ *^ ' 

-i ^ T- 1 'J f -r.ich could 2':i'fj 

to acounulatc ^ history of c.^zoz. the dc^.u - ^ 

f m '^^- r- Ml I'v '-'^ ':j':n>il>, 

as a pcworf.ul lool 'for tlrtr systr-n'j od.o i.. ^ - ^ ^ 

■ However, the FrotGction Advocacy 'sy.'-'^r 1: - .n'-r^M, - a '-oj ... . - ^ 
and viU neo^ a fov years of operation, bofor^ . . > ot.ntial ..n 

■ realized. . 1^ addition, because i. could . o s.en . - •nr......un, to .;<:3t..o 

generic agencies'; special care will reo-i * ^>^^:> *" 
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role U m<ii*ari)«d-ind onhancea tsthor than aanren^-l- -•J'Otl.er najot factor 
• is that ir.n«rent in nost federal proqr-m nir.dat-s .vrJ m M " car^c 10 
state operatin:; a?*?ncies, there do exist oth-c a'ivo';ac,- fun-ti-jun ir.cluiir.q 
those carried by public r.or-.-i-e ani le^al s.-rvi-:'?b p i'. i-n^; f ;na--j a; 
Federal, state and local tax iund3 and by priva»:o fun'ir,. 



of t/)c De-.-oicjv'nLntji Pis j J : r:,--^s' r.-. . r • ^ • 
• A'r«currina ther.e throughout the conduct of the 3t:-icial Study, both 
frow Task For-5 nenbers.an'd other interested indivi-iual 3 wis Vne lach of ' 
clarity --^ich exists concen^ing the purposes of the c-.-or^pnr...tal Disab i i i^-i . . 
Program as currently structured. A ma:ip>r ^ronf^jsion ovists -.ro^ond the is3u^ 
of service deliver-y: many persons see the prinar-/ ms^«n of the OD ?rc<3ran 
as "being th«^ provision of services to the tanet populiticn. i'or -.-^^se 
persons, the. small amcunt- of money currently in the i:D fro-jr:^ is bv-inq 
spread thin enough now and the potential additicn of other qrou?s vouid 
endanger those individuals currently covered. The b.li'.f -hat t^^c- DO ?r-..r^ 
*li a n.a:jor service proarayfor the population i^ reinf-.r-.d by -fcie situation 
•described above .despite the proliieration of fa.dirH, .c-rr^-.s at the^f.-a.rai 
level and of op^irating agencies at the- state Ic^ol , ^h-r^ ^r^nerall/ i3 no 
single st«te agency r«ponsible fdt delivery of_^ .ervi 10 the ais-iblcr. 
population. ^ 

* Other persons ".e^ the DD Prograr. priniarilv .is 1 plo^^^ing ani -icvocac, 
sy'sten. ' They see its prinary mission as mobiii^ir.'j th- ro.;ourc?3 -l-.icn 
exist in ot.-.cr st.its agencies towards meeting "ho n.^ed^ or th^ tar^ot cop- 
ulation. A3 an advocacy force within ^he star., ih. pro.r.r, ccula .:cp.nd ^ 
its target population without s•^rlousl/ j cop ir::i 2 1 -iq : *. f o f f c-. i v -ness . 
Indeed, it could be acgu&i that with a larger ccn-.t - u-n..-y i' c^juld oe ron,- 
• rath?^ than less effnctA Proponent, of- thjr. poMMon point out hew snail 
the total aiiiount of :nonBLs -/i^hm the CD ?ro:r^n. but ^low -.-U-.-cMve tr.ai 
noney can bo .I'-on used ^leverage additional 30.r .nc O d.no.strat^ --he 
effectiveness of rod.:! rrcqrair^ whicli g»?n^iic .i".T.ri'.-. .u « r^: 1 u-z-ra.-r. at 

I 

first" to" trv- • 

The DD Pronram, roi.irdless oc v/netjor : is - i-'uc prc^^aP.ci* in 
advocacy an-i cli=inning |:roqrt^.m; i-i.r^ot clcirly >uv r-.- ^ r . *.-.s a rosuit, ir.^p 
propriate expectations ^t^. vi-iespread 1 tr..-- : -sul ; -irt ■.■/id'3?pr-aJ dj bsat. 
factipri o£ inret -::poc;tat ton^ . nany di^abl:) inJiviiurj- li-.d 

* J . 
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individuals r. as evidencedT by their strejtig d-.-sire to be includ-d-as "develcp- 
' mental disabiliti'Ss,** sc^ the DD Progrark as an inroptuit one for noeting 
th«if needs. Iride^, the program has been. impor-.aivL in f'jrthorm^ the c-.ro 

the individuals, included both directly .throu'jh th-j fundir.g specific pro- 
grains and indirectly through increased visibility. Lr. fortunate ly , the 
precise benefits, to be derived by inclusion are not clearly a-.derstood iy 
many individuals. - ' ' ^ * ' • 

* In. sum, an effort needs to b» made to clarify the purpose of ihe 
DD Program. As this effort is made, careful consideration shojild bo made, of 
.the various purposes' which it could or should fulfill for a group of dis- 
abled individuals, and consideration should then perlfaps be given to a nev 
focus for the program. At the current time it is^ not adeq^uafJly funded or 
^structured to ^be » true service^ delivejjj^J^ogram , yet it has not been suc- 
cessful at convinBSLng people that j,^ iFpViDarily a planning and advocacy 
program primarik/ because Vurother programs Ma-^e no legal instruction that 
the DD program is thei^ coordinator. ^ ^ 

A statement 'reflecting the official policy of» the pro'jran, nade to • 
.the. Task Force by .'lar^orie Kirkland, Deputy Director of the DCC, is 'attached 
at the end of this chapter. ' . 



4.3 Implications of the Proposed CofmiMon ct --r.elcrncr.t 3 1 : i3.\::il i ti-js 

for Indivi duals with Other Disabilities 
^ 

.Part (B) of. the section of the Developmental :)ir,abilities Act vhici 
mandated the conduct of the study of the definition of develocrrier.tal disabil- 
ities calls 'for an examination of "the noture *'ani -adequacy of ".he ser/ices 
provided under other federal programs for ?er:^c:'.s -I'Ji iis-it ill t les r.ot 
included in. . .[the recommended] definition," 

Althotjgh it vas not possible- vithm the ?ccy- of the 3tudy to conduct 
ary in-decth analysis of the services, a number of specific efforts -^ere r.ade 
to obtain inforTTiation about the nature and scope of current federal efforts 
to serve persons with all types of disabiliMes. 'ntU the fiqal rccomm-.^n- 
dation was made by the Task Force if was-no' po-z-^iiA-j to lientify who -..ae to 
be excluded iron the proposed definition. The e:<-l jd*ii potiulation i5 dis- 
cussed i:-. Secticn :.J aj^o-.-e. Sone ci ih ? :rri: : i^i-.ns of z-^-.'^rj^ : r, - t; 
. flefinition of developmental disai: iliti os jg p.r-':.r«:: r y rcJorsl ir-.-ncir'i 
for "heir programs arc J-2Scribed brietly 'ir^ S-.'-tion 3,10 below, >-■.■ federal 
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tifies.who is co'.xcc^. 

A:'.hoJ,n no in-d...r-.h s.ud-y was Jdas.L... a:, ..f:-rt n.i.. 
tn, special Stud... to d.t.r^n. the extent -o -Mch --"--duals .---^ 

included .r. a.potcntUl def.n.-..on of de...= lor,...n t.l ..s.b.Ut.es a.. .U...-- 
for «r....ces s.n.lar to those kffich .re pro.n-d thro-uah fn. .c...elcp.cntal 
Oi.a^.Ut's Prc,ra.. U seencd .ost lo..cal to focua on t.ose spec.f.c .one- 
fit, -h.ch disabled individuals are UKel'... to re«.v. through the DD Pro- 
gtami . • ' 

J CC»pr.h.n.l« state piann.n, vh.-^ :-..rt : »s the i.rvic. 
ilsatled jrdi./iauais Scross iii st..t- acenci^s. 

, Pe...e-.. of state plans for use cf .'eJ-r.i -omos to d...te.,.:..ne 
■ their utUit-y to the deveJor-ert j : i ■/ d.^.t-'e-, r-^p-' ^ . , 

wl^!n each state for the d.veicpr.nt.i: , ..s.oin. :x.pu..t.on. 

a<;enci.^5 and, potc-ntially . throucncut^ I i rv . 

■ 5. --.Mh/e rnan.es for r:i::n, nr --i = r :r, :;^ov.:.^'^ 

provrims dt the state jnd feder^w 5. 

jntenc?':^ tb be ^he nain ncc-l-in.. • / ...ur.n. 

purposes are c.irritJd out at t.h? .^^^i^o ^ 



VirtuaUy all these procram elements are .ivniiab:-. in one :or- or 
another nnro..h other federal programs wh.ch ..r.- ncn^ lev.lopn.n.aUy 
disabled hanJicipped indiviouals. Hovc-.-.r, th^.r ^ -, ^-r- - 
.he Ceveloprental Dxsai3xUt.-3S Pro.r^ wh.cn n:^- - -1-^^^ — 

other i-.ro»ran. Th.^se uniq.^e aspects incl ^j-^: 

t.on of the torrai nee^. bot.^ of ,_-,,5S 
r-ta; pcpuia-,icn, 7hJ5 Focus on Mp.. ^. ' - . • 



the 00 Pro^/ra.n. from most of ^nu .''J 

A r.>--;5 on i Jr-^^i'-^ ;v->nu/-it;'v: . ;r ; - 

FUst frr cluhihoon. nr fcr its ■ t - ir. - 

ss :o -CJt ether :c<ivr.i: rr^'-T.i, ' 
int/i VI duals, 

A .'C.-r.s an^ar'--?.*:5J.i7 ■;"n..'r;c- v'*.' . : • ■■ • 
7.?.-'i-t.'5 r.it/if.T "-/Mn '.:n t.i:-: ■■^'-. r.i .'■•■i. 



i; ; ont : i-l^s 
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W. A special a>K^-2nism for prcvi-rima /.rocvccicn ^nd j(i-/ocjca ser- 
vices. * , _ 

There dews not now exist a comparabU pro-itiXT^. tor -\' r-r.air.:lcr of 
the handicapped pop-uUtfon which can act as the forus a- the.sta... level for 
their intereits in the way the Developmental CxsaLiUu-^s F-ro^r^n X3 ir,Vrr.'>' 
to function. It is, ho-weyer / dif ficult-to ass^s3 the c.:-r.. to .men the 
-non«developwntaliy disabled pop>ilation^ of r-^rsons -i-h disabilities r-quire 
this type of proqran..'-;t is precisely because of their Jiq^ie characteris- 
tics that the developmEnt»ily disabled persons ar^ scon « being rx^re li:<ely 
than' other disabled ikdf'/lduals to require comprehen^iv.. s'jrvic-.s tnrough- 
out life; are most 1 Jcel^* to be exclude'd from exi3ting ^^.c-.c- programs 
lncl,udi"^ thbse inte^d^d to serve handicap^^ed persons; .*nd ar^ least Uy.ely 
to be able co'^acf-^cate on' their own behalf to ensure that t^c.ir n-iec-: ar« 
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The y<0RT ALSO includes a series^ackground papers 

PREPARED bXhE staff FOR USE BY THE TaSK FoRCE DURING THE 

STUDY. Abstracts OF some of the papers are included in the 

report/; ,FjlLL..yARjmNS OF. THESE ANd' OTHER RELATED BACKGROUND 
MATERIALS ARE AVAILABtB IN.VOLUME II OF TiHE FINAL REPORT. ThE 

topics covered are: 

5.1 History and Background of the Developmentaluy 
Disabled Assistance and Bill of Rights Act (PL 94-103); ^ 

5.2 Analysis of Federal Laws and Compilation of 
Definitions Pertaining to the Handicapped and the Disabled in 
Federal Statues and Rejgulations; 

5.3 An Overview of the Implementation of the Develop- 
mental Disabilities Program; 

5.£j A Framework for the Basis for a Definition of 
Developmental Disabilities: Some Qp.tions; ^ 

5.5 The Demographics of Developmental' Disabilities; 
5.5 Brief Descriptions of Specific Impairments;, 

5.7 An Analysis of a Functional Approach to the 
Definition of Developmental Disabilities; 

5.8 Age of Onset: Some Issues; 

5.9 Alternative Approaches TP A Definition- OF Devel- 
opmental Disabilities: Potential Impacts on the State Devel- 
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OPMENTAL Disabilities Program; 

^ 5.10 Soke Federal Implications' of Changes in the 

Definition of Developmental Disabilities; 

5.11 Implications of the Definitix)n of Developmental 

Disabilities for Non-Federal Users Outside the Developmental 

Disabilities Program. 
» » 

PFRSQHAI OBSERVATIQHS 

My responsibility as Chairman of the National Task 

Force is to report to you on the recommended definition. I 

have done so. I TAKE THIS OPPORTUNITY TO MAKE SOME PERSONAL 
OBSERVATIONS, 

As THE RESULT QF MANY ACTION^S BY CONGRESS AND THE 
STATES. WE ARE ON THE THRESHOLD. AND AT LONG LAST. ARE ALREADY 
ENGAGED IN A MAJOR REVOLUTION IN THE WAYS WE SERVE THE HANDI- 
CAPPED AND. PARTICULARLY. THE SEVERELY HANDICAPPED IN THE UNITED 

States. This Committee is weu- awar^ of the new major thrusts 
IN THE SSI. Education for the Handicapped, -and Social Services 

PROGRAMS. AS V^ELL AS THE CONTINUATION AtJD SOMETIMES EXPANSION 
OF SUCH PROGRAMS AS ChILD WELFARE. CRIPPLED ChII>DREN, VOCATIONAL 

Rehabilitation. Maternal and Child Health. Medicaid, including 
EPSDT. Community Mental Health. Developmentau Disabilities, 
etc.- We are indeed on our way tC carrying o6t the commitment 

OF A ClVlLlZEg nation to ITS MOST SUfFERING. 
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However^ the matter is complicaYed by facts already ; 

KNOWN TO YOU, At STATE AND LOCAL LEVELS> AT POINTS WHERE 
WE MEET AND SERVE 'THE HANDICAPPED AND THE SEVERELY HANDICAPPED.' 
THERE IS NOTHING RATIONAL ABOUT THE MANNER IN WHICH WE ARE 
ORGANIZED TO CARRY OUT THE SERVICE NEEDS, RESPONSIBILITY FOR 
BITS AND I0CES A«E CLEAR. BuT ONE IS UNABLE TO DISCOVER ANY 
REAL RESPONSIBILITY FOR TOTAL SERVICES RESPONSIBILITY IN ANY 
ONE CASE. If one looks at the relative RATIONALITY OF A 
GENERAL HOSPITAL OR AT A. VARIETY OF PUBLIC UT I L I TES — TELEPHONE. 
WATERy SE^ER^ ELECTR I C I TY-^AND COMPARES THEM WITH OUR GENERAL 
HEALTH 'AND SOCIAL'SERVICES ARRANGEMENTS. THE LATTER ARE UN- 
kempt at the very least, 

Once our society is agreed upon the nature, of a pro- 
blem IT WISHES TO solve, I BEUIEVE IT HAS THREE OBLIGATIONS: 

to determine who is at risk; to determine what are the needs 
of those at risk; and finally to put into place whatever ar- 
rangements a«e necessary to guarantee that the needs are met. 

We know that there are approximately two million 
severely handicapped persons^ who could fit within'the defin- 
ITION OF Developmental J)iSABiLiTiES--NO matter how it comes 
OUT. . We are also quite clear about their needs, but the 
arrangements for services'in no way^can be described as pro- 
viding GUARANTEES THAT NEEDS Af^E MET. 
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As OUR Task Force and many others have so we^l ' . 

POINTED OUT, AN INSTRUMENT AT THE GOVERNOR'S OfFICE LEVEL FOR 
ALL OF THE HANDICAPPED OR FOR SOME OF THE HANDICAPPED. UNDER 

PRESENT Federal legislation, can only have an advisory or a 

PRODDING FUNCTION. SuCH BODIES, EVEN WHEN WRITTEN INTO LAW, 

AS IN THE Developmental Disabilities legislation, have no 

POWER because other MYRIAD FEDERAL LEG I SLAT I ON DO NOT GIVE 
THEM -POWER, 

One ALSO has to be concerned about how many coordin- 
ating BODIES and functions ARE CREATED TO IMPROVE SERVICES. . 

The Developmental Disabilities legislation deals with the 

SEVERELY HANDICAPPED. Th£ DEVELOPMENTAL DISABILITIES COUNCIL 

interacts with many service programs in departmemts or state 

GaVERNMENT WH4CH DEAL WITH A WIDE RANGE OF THE HANDICAPPED. 

Should there also be state councils for the handicapped in 
general? If these had the same functions' at the state level 

T^ERE WOULD THEN BE AT LEAST TWO BODIES DEALING WITH OPERATING , 
LEVEL AGENCIES ON SIMILAR GROUNDS. AND IF ONE TALK^ TO ADHERENTS- 
OF OTHER PROGf^MS WHTCH CROSS OPERATING PROGRAM LINES. A VERI- 
TABLE CACOPHONY OF COORDINATING MECHAN I SMS ■ COULD EASILY BE THE 
RESULT. 

It would. PERHAPS be IDEAL IF EACH PIECE OF FEDERAL 
LEGISLATION PROVIDMNG MONEY TO STATES FOR THE HANDICAPPED AND 
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AND SEVERELY HANDICAPPED WOULD MANDATE PARTICIPATION IN 

integrative programming and services arrangements, as it 
is now/ each categorical program is responsible only wjthin 
•Ht* limits and no one program is sufficient enough to meet 
all of the needs of the handicapped and severely handicapped 
PERSONS^. It would perhaps be ideal if, at the operating 
level, there woulp be something as rational as the general 
Hospital which accepts conditions of all degrees, from 
intensive care to ambulatory care. and has* its specialties 
operating effectively around a persons needs with a case 
management and responsibility factor vl^ten in. 

Obviously, no one Committee of Congress cam do this 
BY ITSELF. There are clearly some major gaps in Federal 

PROGRAMS FOR SERVICES TO THE SEVERELY HANDICAPPED, WHILE 

SSL Vocational Rehabilitation. Social Services.^ Medicaid. 
Public Assistance. Housing Programs, etc, all offer some ser- 
vice BENEFITS. THERE STILL IS NO PROVASIVE FEDERAL PROGRAM 
WHICH PROVIDES -FUNDS FOR SOME OF THE LONG TIME COMMUNITY 
LIVING NEEDS OF THE SEVERELY HArlD I CAPPED^ FOR INSTANCE. SOME 

STATES HAVE DEVELOPED PROGRAMS OF THEIR OWN AND IN THE PROCESS . 
* 

of deinstitutionalization have invested considerable sums in 
Community Living Arrangements^ Respite Services, and^milar 

SERVICES WHICH ARE DESIGNED TO KEEP THE SEVERELY HANDICAPPED 
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LIVIHG AT THEIR HIGHEST POSSIBLE POTENTIAL IN THE LEAST RE"' 
"STRICTIVE ENVIRONMENTS, IN SOME INSTANCES THE COUNTIES HAVE 
BEEN INSTRUMENTAL JN PUSHING THE STATES TO ACCOMPLISH THE^ 
TASKS, 

FINALLY/ ON ADVOCACY. ThOSE WITHOUT POWER NEED 

SPOKESMEN. Anybody or force which takes action in behalf of 

A CAUSE IS PRACTICING ADVOCACY. In MY VIEW, THE HIGHEST EX- 
PRESSION OF ADVOCACY IS NOT ALONE IN THE FLAG RAISING OR 
FUG CARRYING'. It IS IN THE ULTIMATE^JRANSLATION OF RESULT 
—THE GUARANTEE THAT THERE ARE SYSTEMS IN PLACE WHICH GUARANTEE 
THAT NEEDS ARE MET.' 

The DILEMMAS ARE COMPLEX AND CLEAR AT THE SAME TIME. 
I KNOW THAT YOUR COMMITTEE WILL CONTINUE TO GIVE ATTENTION 
TO THEM. I HOPE VERY MUCH THAT THE NATIONAL TaSK FoRCE HAS 
MADE A CONTRIBUTION TO YOUR THINKING AND IT WILL BE USEFUL IN 
YOUR WORK. 
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STATEKEHT OF ELDIOE flOILAY, Ph. D. 



Dr. GoLLAT. My thanks also iofl^e opportunity to present our 
thoughts to you. I will briefly review the history ari^J outcomes of the 
study. I will not go into detail on tj;ie recommendations. I will Jeive 
that to the task force members, but I am available for {iny further 
questions you might have on the conduct of the project . 

I was the project director, staff director, for flie task* force. The 
project bfegan at the end- of September 1976 and was completed at , 
the end of October 1977. The first major activity was the selection, 
of the membership of the task force arid, as Norman indicate*, ^we 
solicited nominations from over 200 organizations, reviewed existing 
' lists and in general, I think, ended up with a final task force that was 
broadly representative along many dimensions, geographic, specific 
disability groups, professional competence. » 

The task force met normally three times, in February,,May, and 
September. It also met normally with a variety of related organiza- 
tions, the National Advisorv Council on Developmental Disabilities, 
the National Conference on DD, the Coalition Consumers on DD, and 
with Federal representatives of relevant agencies. 

In addition, there were matiy other meetings conducted ^through- 
out the project. As Norman indicated, materials were sent out and 
. it was in general intended to be a very open process. 

The purpose of the project, as we saw it, was to take the DD pro- 
gram as it is currently operating and determine the niost appropriate 
way of describing or defining its target population ;'1hftt is, who 
should be included or excluded, givep tlie current DD program. This 
is primarily a question of policy, a prograi^ question, and to some 
extent a pofitijcal question. * V 

Second, IdokiH^T beyond the current structure of the Ul^ program, 
what grouping ofhandicapped people makes the most sense in terms 
of common characteristics and common needs. Tliis was mQre of a 
technical question. Both purposes were impc^rtant throughout the 
conductof tlie piojeqt. \ i x *u i» 

The process, as Norm has briefly reviewed it,- was that the stan 
Tirovided the task forr^ with a variety of background-tenns. The ; 
first meeting was intended to identify issues associated with definition. 

The second meeting generated alternative definitions which were-- 
then 'circulated widely to obtain rejirtions. At^ the third meeting 
recommendations were made.. 

The votes at that final meeting were taken on earli element of the 
definition to determine whether or not it was an important aspect 
of developmental disabilities; if it slioiild 1)e included, in what way^ 
should it l)e included. Those aspects, inrlnding two categories bf dis- 
abilities mentioned, severely or sutetantially handicapped, age at 
onset, service needs and chronicity. . 

Although there was not universal -agreement on any one element in 
the definition, there was general agreement with the major compo- 
nents and only one specific element resulted in a minority report and 
/that was the issue of whether or not specific catec:ories of disability 
shoud be explicitly mentioned in the definition. You will be hearing 
about the two recommendations shortly. 
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In terms of findings and rocommendutions,-! would say that the 
introductory statement to House bill 11764 quite accurately reflects 
most of the general concerns and findings of the task force with 
respect to the general quality of the r>D population and its ne^d for 
visibility. If you will pardon me, the DI) population is by definition 
that group of individuals who are most likely to have. many needs and 
least likely to have them be met. 

The task force fo\nid that the current definition no longer ade- 
quately conveys the concept of developmental disabilities. It is easily 
misinterpreted, both too broadly and too narrowly. There is not 
•enough emphasis on the pervasiveness and sub?^tantiality of the dis- 
ability*, that clarification of the age at onset issue as a very important 
manifestation is different and important as contrasted with organiza-. 
tion during childhood or the developmental years. The task forc^i in 
general agrees with the concept underlying the current definition. 

The desire of the task forc<?^I am speaking in general; obviously 
there were some 'disagreements within the group— was not to broaden 
' it to the point of losing its focus or overburdening a relatively small 
program, but the desire was also to reduce the apparent afbitrary 
* nature of the current grouping by emphasizing common needs and 
characteristics. ; / . . 

There was a "general recognition that the definUion question is 
'extremely complex and I w^ould not in any way claim that: the study 
tiiat was conducted examined thoroughly all the issues or repercus- 
sions of a definition such aT? tha.t. Many of the repercussions are not 
easily anticipated. The data are poor in large measure because thej 
DP population cfits the handicapped popn^l^tion in a different waV 
from the way data are gathered. t i • i I 

It is very'hartl to come up with accunite estimates, as I think yot 
could tell from the earlier discussion. In many . ways a lot of the 
decisions about .specific criteria are as much (juestions of polities or 
programmatic orientation as they, are :\ technical issue of -who ought 
to be gro\iped together. ^ • , u 

Very briefly, the task force did try to anticipate what might be 
some of the maior areas of impact' of alterinir the definition. It 
should be recosxnized it wjvs at the final meeting that the actual shape 
of the definition emerged, so it was hard to come up with all of the 
jjiiplications prior to that. 

In terms of the impact, first, on other Federal programs, there^ai^ 
relatively few that-exclusively mentioned DD but the intent was that 
the DD Vf^P^ilj^tif^i^ retain its visibility and its priority. There ar^ 
some State agencies that have clianired their MRA agency to DD 
and thev would clearlv have to cope with anv changes. 

The int4)Jit was not" to change dramatically the size and the nature' 
of the tariret population. The implications, in terms of the DD. pro- 
gram itself, of changing the definition have been the most co]giti;0; 
, versial and are extremelv difficult to determine. 

T won'ld iust sav, if'l could summarize the task force's feeling, 
that the definition' is intended to facilitate ulentifying and focusing^ 
on a speci-fic population and retain the visibility of this population 
with Its extraonlinary needs and it not intended then, you know. 
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through the recommendation to result in ft merging of this popula- 
tion with the- handicapped population at large. It was intended to 
retain the differences. 
Mr. Rogers. Thank you very much. 

Dr. .Coopfer. , ' » 

STATEMENT OF JLOUIS Z. COOPEE, M.D. 

Dr Cooper. Mr. Rogers, thank you very much for allowing me to 
participate- 1 am certainly most aware of your long concern and 
contribution and certainly Dr. Carter's as well. I am most grateful 
.to' you for your .support, which was most apparent to me during my 
tenure on the National Advisofy Council on Developmental Di9^ 

'^^l was asked to comment on the definition from, the point of. view 
of the maiority. I \Vin restrict myself as best I canUo just thai com- 
ponent, although as- 1 heard the previous discussibn about who is 
■ included and who is excluded and tliB-' impact nuj/fbers, it was hard- 
to constrain myself from getting involved. / . 

You should know that I speak out of 15 years of experieiice of 
listening to and living with my children and adolescents and their 
families who are the unfortunate victims of a whtfle host of serious 
and incapacitating conditions. My posture really h one of a human 
services professional, concerned with all children and all families but 
because of the special experience with the devclopmentally disabled, 1 
have a particular commitment to seeing that this most needy popu- 
lation is not ignored. , w^.,«Tl,l„ 
I try to put that -commitment in the perspective of ^ he roughly 
10 000 abandoned or nomadic children wandering around 42d Street 
in New York City where, I work and the million plus ordinary chil- 
dren in our public schools in New York City who are under^yed 
But inspite of all that, there still has to l>o a group whose needs ]ust 
are of another magnitude than these very needy people. 

I have ti. put some basics on the table. From my perspective as a 
deliverer of service and listener to families, the DD legislation has 
helped people. It has helped people who.so needs are j-eally hard to 
coniprehend, especially hard to comprehend from the oj^tside. Ihe 
DD legislation has prbven that the Federal Government can play an 
important role iiv the process. . . 

I know thiit von are involved in trying to review the experience 
of the last decade to .see how yon can take it the next next steps be- 
cause we will not solve these problems, hut hopeful we can move to 

'some next steps. , , 

The uses of the definition of developmental disabilities have been 
well established by the literature of the task force and I tlnnk it- 
would be wasteful to rehash material which is available in written 
form to every one in this room. ' '. . -nn^nf 

I was asked to talk from the position of the majority. What is 
most remarkable to me i.s^lhe degi-ee of agreement of 50 committed, 
hard-bitten, heterogeneous people who got down and argued and 
hassled^'for a total bf about 0 days ovir what the definition of devel- 
opmental disabilities should be: 

. / 

-I vj O 
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When we <xot throufrh, the definitions, both majority and minority,' 
were basically the same. I think that the disa^rreenuMit in the lanrruaoro 
is really wiped out from an operational point of view. I am talkin*: 
from the personal perspective of a <r round level provider, workin*: 
with State and local a'rencies, and families. /Fhe ditTereni^^s in the 
lantTua*re arc trivial. We are talkin^r about the siinie people and, there- 
foiv, the numbers are no diiTerent. 

The minority has been concerned about successful administration 
of the pro^rram and felt they had to hau^^ onto sonu^ labels in order 
to make life easier for proorram adniinistratoi*s and le^rislatoi-s. I 
think successful ^administration of the pro^rrani is* inipyrt^mt but 
convenience and ease of administration to nu^ is see^.>ndary to <rt»ttin*r 
service to people who need it. I feel as a pro^rram administrator that 
I do not need ti^rht and inadequa'te labels to know who it is I am 
supposed to serve. The functional lan*rua<re as express(*d in the ma- 
jority report will provide any le^rfslator and any pro<rnuu adminis- 
trator with Till he needs to know about who is in and who is out. 

Th'ere certainly is a value to continuity of labels. Nevertheless, 
Vhat continuity whiich has really brou^rht us to where we are, throudi 
rhe efforts of people concerned with the menially retarded, the cere- 
bral palsy, and so forth, can l>e preserved. 1 do not tlwnk it has to be 
preserved in the lantruatre of the ilefinit ion. ; 

What about the business of who ijets in and who pets out? If a 
service profrram looks at the defiiifrlion with honesty, aifd no service 
program has the resources to take care of everybody wlj^) counts for 
.help, a serviiMr procrrani.with jjpteirrity ejyi utilize the defmition to es- 
'tablish priorities so that those who are nu)st in need are fn^t to re- 
ceive the appropriate services. / ' 

Refrnrdless of the lanirun^rc of the definition, any afrencV that 
wishes to skim or cream, to take the easy-to-serve, <^an keep its num- 
bers up. In fact caterrories makes it easier because thei;e are plenty of 
people with epilepsy, cerebral i)alsy, or sonu^ de<Mve of mental retard- 
ation who (h) not need the broad ran*rc of ser\]ices that the substan- 
tiallv handicapped, as defined by functional disability need. . 
. It is most attractive to,a pro*rrani atlniinistrator, especiaHy one 
concerned with turnstiles and nund)ers, to do just that. Ketainin<r 
labels in my jud^rnuMit does not provide inteirrity where- it does not. 

Another issue with reiranl to labels and defjuitions and who is m 
and who is uiit and the nund)eiv -in the definition with all the 
elements inchi'ded nuiy very well decrease^ the nund>or of people who 
are the concern of this particular leirislat it)n. When individuals with 
some de*rree of cerebral palsy, mental retaliation or epilepsy no 
lonirer ntMMl service, they can opt out. 

The DD lejrislation, since its in(Vi>tion, has really been TH)thin«r but 
a broad set of re^rularly underfunded L^oal statements. It wouhl be the 
wildest fai)tnsy, that I know you do not indulL^e in, to think that 
moneys that come from the FechM-al (^ov(M-nnuMit for this pronrram 
can nieef the service ne(Mls of this t remiMidnn's population. In per- 
spective, one institution that we try to work with, the Willow Brook 
State School, has an annual operatiuL^ bud^rct that is about the same 



i 

13 'J 



as the national ,budpet for the whole dev^pmental disabilities 

prop:ram. , . • ^ i. 

Therefore, if developmental disabilities len;islation, is to have 
impact it-has to be the kind of plannin^r ancUaccessin^^ and , advocacy 
prorrram which you, by your lanp:uap:o, liav(i attempted to create. I 
would liope that vou continue to create it. It is just as easy to plan 
and advocate for"^ people with multiple sclerosis, osteojreuesis nuper- 
fecta, and spina bifida as it is for those with sevei^ mental retarda- 
tion, cerebral palsy autism, and epilepsy. 

I am concerned about an enormoiis demand for additional moneys 
caused by a definition which really focuses ®u the substantially 
handicapped. I think we have to have such a- definition. I cannot, as 
a provider, sav to one family, "You may come into our pro<rram,'' 
and to another family, "You cannot,* because of this really trivial, 
difference in their diapniostic lal>els. ■ 

I think the sooner we jret rid of these trivial exchidiurr labels, the 
better off we are. In terms of beiu<r too inclusiomiry, I wwv sa\y any- 
one stay in a ^rroup home who did not want to. We are not goin<r to 
have people striving: for service which is inappropriate for them. 
This whole tliinp: has l)een an experiment. ^ i • , • 

The a^e of onset issue is a complex one and Nve strufrfrled with it 
a <rreat deal. Xo one would question that a nO-year old who as a re- 
suTt of an automobile accident or a stroke while on birth control pills 
or with increasinfrly severe multiple sclerosis may have enormous 
service needs. ■ . . 

\Miether or not we decide leprislatively to provide for their service 
needs at the same time we are providin<: for service needs of people 

whose impairment l)e<rins durin<r an cut ire IV different period is a 
question that I think you have to address. We as providei^ can live 

with what vou come out with if,vou.<rive us'^tlie wherewithal. 

I was thinkinrr, as Elinor was talkin<r, ;il)mit <rroupinrr of people. 

Have you ever tried to take ei<rlit ]:)eople'at a coninuttee meetinrr m 

New York and Hiove them across town to a restaurant? You have to 

iret tliree taxis, and seV how lou^r it takes to decide who pairs off with 

whom in which taxis. ^ 

* Certainly to\lecide to p\it a :^O.ycar old stroke victim or a quadn- 
])lerric victim of a drivinir accident in the same service svsteiu with 
sojiieone- who is three ami who has never Jearned to talk is complex 
and difficult. Our tusk force took thcjerni developmental disability 
as we undeivtoo<l *it, and as we thoujrht our pi:ofessioual colleapnies 
undeistood it, and as we thoii^rht we coiihl teach it to others, and 
ira\^ it back to vou in a way we thou<rht wo\ild be inclusory. 
^ In^summarv/we have a louir way to iro i)efore we will adequately 
meet the human service needs of all of our citizens. I think in the 
process of focusinp: on these who are so substantially impaired, we are 
learninrr some lessons that hopefully we can feed backao you and to 
other people who provide us with" the wherewithal so that we can 
inipi"ove,our human service systems all around. 

Thank you ver>' mucte 

Mr. Ri>oKTts. Tl'iahk you very much. 

Representative Munts. 
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STATEMENT OF HON. MARY LOU MUNTS 

Ms. MuNTS. It is a pleiisure to be here, Mr. Cliaiman. 

I speak from quite a different vantage point. I tliink I was one of 
the few people on the task force who was :i public policymaker who 
was not a specialist in developmental disabilities. I have carried 
major responsibility in legislation related to the wivn. Recently, 1 
chaired a committee on alteniate care that examined the whole pack- 
age on deinstitutionlization in Wisconsin. 1 am not a full timer in 
this. So I found myself involved with a group of people that I mar- 
veled at. 

Dr. Cooper is right. There was complete agreement on value.s but 
some disagreement on how you get there and the ojierational side. 

In our case — the minprity — more came from the State level where 
programs grow, and we asked oui-selves qut*stions about what would 
be the result of changes. 

I was not just on the task force thinking as a legislator with inter- 
est in this area. I consulted with our Governf)r, with our secretary of 
health and social servicets, with our develojinieut disnbilitirs (^ouncil 
and with the various disabilities groujis I was ac(iuninto(l with in the 
State to reach some judgment as to the direction in which to go. 

I reflected back to them what I was hearing from our first two 
meetings l)efore I decided to join the friendly uiiuority. 

I would say that everyone agreed that there sliould he some fine 
tuning of the definition to place greater emphasis on severity and 
also to empha.size that the program is to be more inclusive in that 
criteria of similar impairment can he >used as a way of grouping 
people who do not rorae under the four categories named. We came 
to the minority view for reasons 1 will summarize briefly. 

It is really unfair and unreasonable to raise exj^ectations about 
available services unless there is sufficient fuiuling to implement the 
legislation. This is true repeatedly with federally mandated pro- 
grams. We are not thinking, however, of congivssional dollars alone. 

As you are aware, congressional dollars in the developmental di.s- 
abilities program come largely through other funding, title XIX 
and title XX. Your funding is a very small fraction. In Wi.sconsiu 
I would esitmate it as five-tenths of a jierccnt of the amount allocated 
to developmental di.sabilit ies through general purjiose revenues and 
Federal funding. 

To expand the exi.stiug definition without the guarantee of addi- 
tional dollars, not only'on the Federal level in terms of the kind of 
accessing and advocacy that you want to build into a i)lanning,struc- 
tnre, I think would leave great room for more gaps than we now have. 
' The existing definition has had real value simjily because there are 
categories and there is visibility! 1 think identifying the specific 
)-categories of disabilities as an umbrella has given a kind of visibility 
to move toward mandated services where jireviously none existed. 

The addition of auti.sni led to irreater awareness about what we 
can do to help the individual with autism. Tlii.s is not to say that 
adding a very small category dws not give such a category a boost. 
I think what we are concerned about is adding very broadyCategories 
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of which the severely disabled population is a very small fraction of 
thjit trroup and yet people in a s«ise feel they are in. 

You have a broad Rroup then that think of tliemselyos us under 
developmental disabilities and it .is very diflicult^to narrow tlie tar- 
get population to a very small sub-proup in need of services 

From my perspective, probably the most sonous concern that 1 
continually strup-led with was that a major change in the ledoral 
definition would have a very unfortunate impact both on ""r !^ '^Je . 
lecislativc and service framework. We happen, to be a State that .sa^^ 
the Federal Developmental Disabilities Act as a i-*-;-^' "PP.f *"'V*>'T,^yf 
l)a.ssed the State Developmental Disabilities Act right after the J^ed- 
eral law. We built in everj-thing. It is in our civil rights legi.slation ; 
it is in our civil commitment laws; it is in anyplace thiU we could 

^"fot example, wc had a task force on the physicallv^handicapped 
that came through a whole series of bills and the Deyelopmenta Di.s- 
abilities Council l)ecaine intere.sted in those biMs with the resu t that 
developmental disabilities was added to all the physically handi- 
capped legislation. j i i i„„q1 
There is a lot of integration occurring at the ^tate and local le^ el. 
as people do work together. I think it is a mistake to think that Con- 
<rress has to group evervthing because in a sense both at the >^tate 
and local levels, where it is appropriate, services do get integrated 
and there are other forces that cau.se that .to happen. , 

If vou chano-e the defyiition it would autoniHtically ripple tlirougli- - 
out our system. We would have th review out statutes as we did on 
edual ricriit.s. We would have to do a title search on developmental 
disabilitTes. We already have to some extent been changing the law ^ 
ns vou have l)een changing it. This would be a change that would 
leave a c-reat deal of uncertainty and confusion, particularly for the 
local deHvery system l)ecause we have in'andated services through 
.statewide developmental disabilities boards in Wi.sconsin. 

There is either a .separate DD board or a combined board that also 
provides mental health .services, alcoholism and drug dependency 
'orvices. At the local level, people know what they are .suppo.sed to 
■ do with their fledging delivery system. There is. inadequate funding 
because of the rapid dein.stitutionalization. in our State ]ust as in 

many other states. . , , ^ .1 • „„ 

We are attempting at the State legislative level to meet this gap. 
I think any dramatic increases in the targe* grmip ofc.developmental 
disabilities that is not well understood and defined would create a 
disruption and confusion that would ill-serve a program that has 
accomplished a great deal. • ... 

I subniitted some additional testimony and do not want to digress 
from the subject of the definition excei)t to say in a related way, as 
• I looked at your legi.slation that 1 received on Friday, I %%^s quite 
distressed that in effect yon are putting the Developmental Disabili- 
ties Coftncil back in the .service business. , ^ , , , 
I think this would l>e a terrible mistake. Our State has moved out 
of that. It is a planning arm and that is its real value It cuts across 
the lines Ifetween Health and Social Services and the Department of 
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Public Itistniction. It is invblved in planninfr at tlic local kvel as 
people review tlie plan and bud^r^^t of eacli of our l)oards. Tlio Devel- 
opmental Disabilities Council has access to the planniunr process 
before it comes out of the pipeline, Ix^fore biid^rets are made up both 
at the local and State level. That is wheiv they have impact. 

To f^ve you an example, in our bud<ri^t review bill, which we just 
passed on Frida^^—we have a biennial budget and our second year 
is a fine tuning of\be first— we pive only 4 i)ercent State funds with 
a 4 percent county match to all our lunnan service fimdinfr. 

The Developmental Disabilities Coimcil demonstrated the need for 
$2.5 million additional dollars. Actually, we increased that to 
million. I want to compare that amount to the $070,000 you ])rovided 
our council. * 
/ '7 It is important to keep the coimeil workin^^ on this Mv.iltiplier ef- 
• t .^'fect rather than placing it in a position where its limited (lollai;s 
"^. must •lo for Federal mandate. With direct services, you ■ now, it is 
easy to start snyinnr at the State level, '*Thc Feds are ^oin<r to do it 
for us. Kut unfortunately you are not ])rovidin<r the kind of dollars 
that make this realistic.'' 

We would rather see you put the dollars where they count and can 
be used to increase our >>tate dollars to meet the real ])rol>i^ms, rather 
than establishing: a fundin<r formula that makes us do thinjrs in fra^^- 
mented ways. It would lx» my hope that y^u would in effect keej) the 
t ship steady and inipmve the* profrram rather than chancre it in ways 
that I think States which have ^mne a distance with your help would 
be ill-served. 

[Ms. Munt s prepared statement follows:] 
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<Jood morning, Mr. Chdir'Mn, and mombers of the Hou^e SutKonnii ttoe on Hoalt 
and the Environment, I am Wisconsin State Rrpresontative Ma^-y Lou Hunts and « 
member of the National Task Force on the Defi'nition of the Developmental 
Disabilities. For many years I have been involved in our state Ifcjisldture in 
the drafting and p.ssayo of several najor pierrs of K.yisl.tion dffectino pet m 
with developnental disabHiHes. 

1 certainly wi-.h .to tt-^nk the LC"nit:fC far invilinr, nc to ti-.tify rcrr;-, 
the views of the r.e^rhc-rs ' of the Minority Ta^ Torce, In my ti-. t irony I wiU b 
presenting the dr^^rents for our position that the Jis.ii.il ity i.iU-Goric-. inclu 
in thp definition of ri^.vel op-ncr.tal d i '..^ bil i t ies rr-iain e v-.ti t i a 11 y L.'.:''u.rj..d i 
the extension of P L 91-103. ' ' 
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I also want to say that In my work on the Task Force I stayed in touch with 
our Governor, the Secretary of Health and Jocial Services, and the Council on 
Developmental Disabilities, who also, supported the retention of the existing 



increasing the emphasis in the definition on severity of the disability and on 
serving other persons who meet the criteria of similar impainnent requiring 
services or treatment similar to those required by the <J^sabilitics named in the 
law. 



The Minority position has been taken for the following reasons: 
1. It is unfair and unreasonable to raise expectations about available 
services unless sufficient funding implements the legislation. If 
Congressional mandates are not supported by adequate dollars, a real 
disservice is worked to disability groups who v^JI have to compete for 
the limited monies available. To expand the exi^iting definition without 
a guarantee of additional dollars would r.prcad the very limited federal 
funds among many ^rcas of need, leaving tuiy one area of need inadeqi^Jely 




named in P. L. 94-103 and HR 11746. They also liked 




served ; 



139 

2. The existing definition, as contained in P.L. 94-103 and HR* 11746, has 

'f ' 

resulted in significant benefits for our developmental ly disabled popula- 
te 

tion. The identifying of specific categorical disabilities within an 
umbrella developmental disabilities concept has provided visibility and 
mandated services, where previously none existed. 

For example, with the addition of "autism" to the definition, an 
awareness evolved of the needs of autistit individuals that might not 
^ve occurred under a completely functibnal|>^jdefinition. 

3. Finally, a major change in the federal definition would have an 
unfortunate impact on the legislative and service franicwork of many 
states. Developmental dibabilitins h.is hcconc a term which is now rela- 
tively v;ell understood and hns L)Ocn iiicorpoi\itcd in Wif,consin statutes, 

ranging from civil rights to nioiital cu'xni t';icnt . At the local level, 
county 

■ Wisconsin has niandrtted^dcvc-lop/icntal disabilities boards, v/hich operate 
separately or i n a cor.bined ho^rd which ali.o provuk-s r;onlal health, 
alcoholism and drug abuse services. 

A change in the federal definUion ..ouid auto" ati cal ly ripple 
throughout our'^^'Sten, requiring inr.j'ier^ble btatul:.ry changes 



I AC 



140 

and disrupting a fledgling delivery system at the local level. The • 
InSlusion of many new disability groups who think they should be served 
under a functional definition would create conflict and confusion and 
put strains on a system which is under-funded because of rapid 
del nsti tutional ization. 

We would urge you not to change the definition except for the 
fine tuning suggested by the Minority Task Force. A dramatic increase 
In the target group of the developtnental disability definition 
unaccompanied by a corresponding increase in federal and state 
funding would jeopardize the progress made in our state and many, 
others in the last few years. 
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Mr. Rogers. Thank you very much. 
Dr. Carter. 

Mr. Carter. Thank you, Mr. Chairman. . 
How many of you voted for the majority recommendation? Dr. 

Golltty, you were one. rr^, i- 1 ^ u 

Mr. LouniE. She was the staff. I was chairman. They did not have 
a tie and I did not have to vote. I would have voted with the ma- 
jority, however. • Q 
Mr. Carter. You would have voted with the ma]onty ? 
Dr. Cooper. I was with the majority. 

Mr. Carter. Of course, there is a jrreat difference between the ma- 
jority definition and that which we have had over the years. The 
majority definition is quite inclusive a.s I see it. Certainly, I think 
that all these different physicalUlisabihties need attention. J hope 

they receive it. o t> ^ i u 

Did your talirforce consider the approach which hoiwitor Kandolph 
has proposed— <# establish a ser\ace program for the severely handi- 
capped with no specific mention of the DD population ? 

Mr. I^tJRiE. Wo did not look at the services pro^ri^m in an evalua- 
tive sense. We did look at the service pro^rram for the DD popula- 
tion to see how they were beinp served because of the implications of 
definition, who would be in and who would be out. We were very 
much aware of the fact that this population, no matter how defined, 
has some ser\^ice relationship to a preat many programs, to the med- 
icaid program, to the educational profrnim, the maternal and child 
health, crippled children, social security, SSI, social services and 

so on. * 1 r 11 

We were aware of the fact that none provides adequate, full cov- 

eragre service to his population, 

Mr. Carter. That is what I wanted to learn. Are those people who 

have developmental disabilities receiving: the services which they 

should ? You sav the'v are not. Is that correct ? 
Mr. I^tJRiE. Yes. There are lots of gaps. 

Dr. "Cooper. S. 2600 was not available to our task force, so, we did 
not consider4ts provisions. . i 

Dr. GOLI..VY. One final comment. The task force did explicitly feel 
that an age of onset or an age of manifestation cutoff point was an 
important"" aspect of the population and tlidt to eliminate an age of 
oim?^ entirely and include all severely handicapped would open the 
population lip to many other kinds 'of people with ver\^ different 
kinds of needs. 

. Mr. Ca^r. I believe you both had an age limit of 22. Is that 
cprrectf ^ ^ . , 

What cost implications would the recommended definitions have 
in both the short-term and long-term ? ' . „ ^ 

Dr. Gollay. We did not work out specific cost implications. How- 
ever, we do not estimate that under either recommended definition'' 
there would be dramatic changes either in the nature of the needs 
of the population or in the size of the population that would be of 
concern for the program. 

So, aside from the fact that the population needs more services. 
' than it is getting now, the changes would not radically alter 

Us 




Mr. Cartek- Excuse me. You are includinj: both the mentally 
handicapped iind the physically handicapped in your definition. It 
seems to me that there would \>c a livmendously increased nuniher ' 
in this case that would require more plnnnin^. 

Dr. Cooi'ER. Dr. Carter, if you just use that lii-st set of qualifiers, 
mentally and physically impaired, you are absolutely ri^ht. In order 
to be included for purposes of tho Art> which is what our focus was, 
there is a whole set of qualifiei^ that ^o after that. So, that if you are 
talkin^r about, first, children and adolescents, it really would not in- 
crease the number who \vould be eli^rible under the provisions of 
the act. 

Mr. Lo^iE. I would like to comment on the service need question. 
Mr. Carter. Yes. 

Mr. LocRiE. AVlieh you are out thei^ running a school system or a 
health or social services or care ])ro<rram and you say, "I want to do 
something. I want to prive services to those who are severely disabled, ' 
the place where and the time when the disability arose is less impor- 
tant than the needs of the people at the time they need the service. 

Someone mentioned the fact that a :U)-year old who h:ul an acci- ^ 
dent obviously has to l)e, served dilTerently than a ^^-year old, even 
tlioufrh they both may need the same kind of care. But when that 
3-year old "is :^(), the physical care pn^blem is ^oin<r to be the same 
as' a newly-ailing 1^0 year old pfepn^nind presujuably even though we 
advocate for the eaiiy-on manifestation ^rrou]), sevhi<r them in the 
same living arrarifrement woul^ probably be quite lo^iwl. It would 
l)e uneconomical and illoirical always to have two different sets of 
living arrangements based on when the condition was first manifest. 

Mr. Carter. I do not believe that always follows. T have seen some 
developmentally disabled youn<rsters I thonirht would never cai-e for 
themselves or never talk or never be able to distin<ruish lettei-s or 
words who have l)een tau^rht to do so. . 

I think it is very, very* important that we follow these thinjrs up 
more than we have in onr committee, (^versi^rht is a very important 
part of lepslation. 

Mr. LouRiE. Isn't that one of the functions of this kiitd of mecha- 
nism? as Dr. Cooper and Mary Lou Munts pointed ont, tht devel- 
opmental disabilities hiachinerv that was set uj) in State government, 
has as i)art of its i-esponsibility as an advocate is to say to the educa- 
tion system, "Now don't you dnrc izive u]) on some of these leam- 
in^r disabled children because if you »rive uj) they are not irqin^ to 
make it.'" - 

Mr. Cart>:r. That is part of it. As an advocate you have to take 
care of that yoHuizster. The chairm:in is a lawyer and he svould under- 
stand that, i'think that whatever iidieritances those youuirsters have 
should 1^ protected under this proirram. ^ \ 

How many children wUli dyslexia fit undei* the existin^r definition 
of developmental disabilities? 

Dr. CoorER. Dr. Carter, T do not think anyone knows but my <ruess 
is that the numl>er is relatively small, vSir, • 
Mr. Carter. T disa^rree with that. 
Thank you, Mr. Chainmn. 
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Dr. Cooper. I p^ioss relatively small depends on wlietljer it is your . 
eliild or somebody else's. Certainly, the fi^rures for dyslexia in the 
broadest sense, which involve a substantial minority of cliildren in 
certain school .systems, would not bo included Ix^causo, they do not 
have the severity of handicap as described in terms of self-care 
abilityand expressive lan^age. 

Mrv Carter. Dyslectie comprise 10 porront of our prison ])<)]nila- 
tion. By not trainiuf^ these youngsters pr()])orly at the rip^ht time, 
or by not teachinf^ them to read, thfv boconte stubborn and thoy drop 
out of school. The tii-st thing you know thoy do tiling .sneh as bivak 
tho law, and they end up being se^itencod and sent to prison, 

*I)r. Cooper. Dr. Carter, I am not an authority on dyslexia. 

Mr. Carter. I wish you were. 

Dr. CooPERe Yos, I wi.sh there woi^ more autlioritios. But I sn.spect 
that if the average person, who you and I would rail dyslectie re- 
ceived'appropriate educational services at tho a])])r()])riate tiiuo, then 
all of those other consequences that you ju.st described might be pre- 
ventable. 

Mr. Carter. I think they are but it is very diflicnlt. Some very 
prominent people liave l)een dyslectie. 

Dr. Cooper. Son^ of my associates are dysloetie. 
/ Mr. Cautek. Our last Vice. President is sui)ix)se(l to bo dyslectie. 
I^onarclo da Vin^>i was supposed to have been dyslectie as well as 
other people. ^ " ^ ' • 

. Thank you, Mr. Chairman. 
^ Mr. ]^o(;Ens. I thiht it certainly has beei^ heli>fnl to tho coumiittoe 
to have your roconuuendations. ^ 5 ^ 

Mr. Chairman, yon must have done a good job. Y^u know, Al)ra- 
liam liincoln tried/to decide a question one time, lie had it before his 
Cabinet. He went around: the Seeit^tary oT .^t;ite asked how they 
voted. Each said '^no, jio,' no, lu)." TIumu T.ineoln -said '^yes" and he 
said, *'The yes has it.-' ' 

I do not guess you handled tlieiu that way. You have the majority 
and the miiu)rity, both repoits. 

Ml". TxiruiE. It was a pleasure to eliair a grou]) of people with that 
kind of devotion. ' ^ 

Mr. R(w:rs. You have done jk tine job. 1\> are grateful to all of 
you. T^t me ask th'is: .Vs we "say, we an' thinking maiidy about the 
program. What is the best way to ^^-t it to work, definitions and all ^ 
I guess what we are really coneernect nbont is liel])ing peojde who 
need help to get it. Do you hiive any partieular suggestion on tlie bei^t 
wav to make this program work ? • * 

Mr. Lor'RiE. I suj^j^o.^e that each one of us might have a different 
view of this. My own view, niid T have coniniented briefly at the end 
of my written testimony, made some ])ei'son:i1 ol)serV';it^ions, my own 
view,' is that these persons we are desei'n>ing who reiM'esent the moj^t 
severe of the handicapped that we need to serve, kind of suffer in 
spades against a -much larger ^other ])opulation who al^^o fare the 
/ deficits of 4)oth the resources ;ind the arvangrnients for service. 

I (lo think that nn(ler any arrangf^nient -at the State level, this 
group needs special attention. If someone asked me if I would want 
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to ffive this sjroyp 'sp&iar attention as a<rainst all other ^rroups, I 
think Lwould have'to say "no.- I want to jrivo special attention to all 
who suffcr'and need'serv-ice'but that within it or side-by-side Avitli it ' 
I want special attention f&v this ^rroup, like the intensive care ^'e 
'pve in the jreneraUljospitai: They are more expensive to care for; 
they cannoit talk for themselves and so on. ' 

I woul*like to also say to you that the service projrrams that serye 
this <Troup are the siihe service pro<rra*ms, aiul yoirknow the hi story 
of th'em, which .serve the less severe who also are handicapped. Hope- 
fully whatever is done machinery-wise for this severe jrroup oujrht to 
be con.sistent TS'ith whaUwe do" machinery-wise for the other jrmips. 
Mr. Rogers. Thank you so much. ^ - 

The committee is <rrateful to each of you and your information has 
been most helpful to us. The committee will stand in recess uiUiL-2 
o'clock this afternoon. . . 

f^Miereupon at 12 noon, the com^nittee recessed, to reconvene at 
•2 p.m., the .same day.] - . 

.\FTF.R RF.CESS 

'[The committee reconvened at 2 p.m.,^on; Paul G. Roarers, chair- 

, man, pre^idinfr.] . A,, ^ ^ i i 

" Mr. K(k;ki{s. The sulK'f)nMnittee come to order, jilease. 

We are continuinir our hearin<rs on tlie Developmental Di.sahilities 
Act; Amendments of 1078. * ' . , 

The next witness will \^ Dr. Klixaheth l^oircrs, who is past chair- 
person for the National Associatif)ii for l^etarded Citizens. Ue 
welcome- you. Dr. T^ofr^rs. We are <rlad to see' you hack "before tlie 
committee, 

STATEMENT OP ELIZABETH m! BOGGS, Ph. D„ HAMPTON, N.J. 

Dr Booofi. It is really a pleasure to he haek. I am very appreciative 
of your invitation to appea^. I am appearin*: as an individual since, 
as past chairperson of the National Advisory Touncil on Develop- 
mentalDisabilities, I have no status to speak ^"i"' ^ , 

It is true that I also have, on^romir assrx-iatiyns with >'A1U , the 
National Association for Retarded (^iti/.eiis. Tlu^y will have their own 
spokesman later. T am happy to roneur in their tesfimonv. 

I am also vicevhairpersonW)f the New Jersey Council on Develop- 
'mental Disabilities and T was a inem1>er of . the task force on the 
definition that you heard from this morning'/ . , 
• T am currently also havinir verv interest iiiir exi>enpnees as a mem- 
ber of the technical consultant ])anel to develo]) a minimum lonor- - 
term rare data set for the National Center for Health Statistics. Mo.st 
membei-s of the TCP are more familiar witli problems of a^rin<r than 
with people who were disabled ])rior to a^e-4f). It has been very m e r- 
estin^r to discuss with them the coirrept of Inuir-term care app?ied to 
peopfe who wei^' disabled earlier. in life. We bojje the lonnr-tenu care 
statistics will b^rin to refleer needs of development ally disabled per- 
sons illon^r with file elderly. h*)/ .„ . , . ^ n 

Mr. K(k;khs. Tluink you. Your statemeiif will be made part of the 
record in full [see ]). b")! ]. 
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• 'Dr. BeoGS. TJmftk you verv rttuch: I will tr^^o hij^hlight it. 

^ There is on©' other fictm^ I have beim ^Bcraged in that I ^^^^^^ 
like to allude to quickiy bec^se^f ifs relevance. I was askectoby the 
Secr^ary of Heafth in Pea»pylvania to chtiir a special planninjr and 
eyatotion colhmittee ^ tlie ElizabethWvvn Hospital for Children 
and Youtl^^yhitl^is a Sfate-operM^ orthopedic liospjtal for children. 
Iwanttotettyoutwo^thiitps. . _ 

* First, the childrQfi atl admitted to t»t hospitar onlf because they 
have orthoD^c problems. N^-ei*eless, half of the children there 
!ir^ meatall^^tard^d. # - ' « > : '^^ , . 

Seoond, wlren b»r4td hoc committee ^mined the statistics on their 
oiftpaii^t cltriic, wc found that ttie most common reason for termina- 
tion Jf-^Kices was that. the patientTeached iifr« 21. 

TlieV 're^ichfed a^je 21 ai^cj wet^ no lonirer served .t>eca use that pro- 
<rram is dominated Ibv the Federal cripjAl children'f? criteria. It is 
exactly tliat kind of" abnipt interniptioTT of service that is at the 
c«)re of the tlirust of the T>T> Act to stay awi^y from ajre lipiits and 
todeal with tlie lifetime continuum acrftss any arbitrar>^ ape limiting 
l)ouii(laries. *- " t • i u * i. ' 

I do wuiit to coiiirratulate vou on the l)ill. T think the Act as a 
wliole is exrcll(>iit. Onc^ again \ve o^!^ maiiyilianks to this confmittee. 

( ioinir l)ark t,o mV-\. the ronunittee was irsponsil)le for the Kennedy 
le^MslatVon relative to tlie construct ion of MK facilities: then again 
in"] or,!), vou. youi-sr'lf, Mr. (liairnuuu iiTl roduced the successor legis- 
lation ffi:U created tlie (lev^lopnieiit ally (lisal)ilities program. 

I certainly appreciate the consistency with which yon have ad- 
(Irer^sed t.he 'problem and the dei)th with which it has been consid- 
ered hv the coinmittee. 

I waiit to concur with nuy^it-hiicnts of Mrs. Jane T^eTau, who was 
in the audience^'this inori>Hur. >^he the current «;J[iairperson of the 
XationaJ Advisorv Council on I )eveloi)nienta] Disabilities. In her 
ietter of transmittal^io the :^i)e:iker of th(> House, dated DeccMninu' 
;l!)77»shemaid* ' ^ ^ ' ' 

roimre^^ (Teatod mm exconent roiicept of iilainiinj: in a cnmprolieiisive man- 
ner af c()Or(li;iation. ami nf service prt^visions to p.-rsons with Uevelopniontal 
(lisaJ>ilities. This concept, first iiitnMlnceU in I'nl.lir lU-r.lT, was reinforced 
through Puhlic T.aw 04-103., *^ * 

I think it is our task and your task to :issure the further viahiWy 
of this concept to adai)t it t (»'chanirinLr t inu^s by huilding on what has 
«rone iH'fon*. The text of the hill you i;ftt rod need gi\ e,s cA'^idence of a- 
thorough reviewMur.iri|Avhich niul'li uf the obsolete language has been 
strickl'iK some sui)erfhfous, sf)ine delil*er!it<'ly suhst antive 

We must he sure that in seekiuir to reniedy ailf weatlB^ses lii ti\e 
act we do not inadvertently undercut the prespnt act's sources of 

streTi^T^h. L 
Coucurr^ntlv with the task of exainiftng, the <4c{ual textvof thte 
% hill, our activities here^oday and toinoVMRunl^vours during markup 
shouUVserve fo clarify inteiif^j^ and strer^ien consensus about where 
''^ve are all goin*^ to go (rom here, not in lock step, J)Ut freely withii^, 
the l)ounds atul. parametei-R ai^i^^apriate to commonly agreed upgn 
ov^rwding goalg. * * < , ^ 



To me it is important to respect the pluralism of methods by which 
these goals may be legitimately pursued in different States and in 
different settings. 

I cannot emphasize tdb strongly we need concurrence on the goals 
themselves and a clear^rticulation by Confrress as to what is ex- 
pected of q^U^of us. 

I am enthusiastic about what you are doing with IT AF. I was on 
the task force that examined the I^AF as |V|Tesult of a arrant from 
the assistant secretary for planninjr and evaluation. I have to say 
that it was discourajring to hear Mr. Humphreys siiy they were just 
starting to evalaute UAF because evaluation was Ix^gim 3 yeacs aofo. 

I am enthusiastic about the P and A system, 

I would like to focus on several issues impacting on the formula 
grants.- Long-term disaAlity is a persistent problem. It does not go 
away. Thei'e ore no easy answers. 

In his inaugural addre.ss, President Kennedy spoke of being called 
upon "to. bear the burden df a long twilight struggle, year . in and. 
year out', 'rejoicing in* hope, patient in trilnilntion.' ** That is the lot 
of the people ^vho are. development ally disabled and those . of us who 
live for them and who live with them. 

The 1070 legislation which you introdiu-ed and which was even- 
tually passed, reflected the complexity of this ])rol)leni and laid the 
basis for States to build infrastructures which would be required in 
order to replace the single agency approach, which had in the past 
segregated those with chronic disabilities from the open system with 
multiple linkages to other societal enterprises. 

.In thi?; context seven years is a short time, and three very short in- 
deed. Jn fact, the changes wrouirht by the 1075 amendments have 
bareiy borne visible fruit in this interval. This is not due to any foot 
dragging, but to the nature of the problem and the nature of the 
process. , . 

We have rj4 constituencies working out there on this problem. Like 
the*sail(5r, each can lose weigh by too much taf^king in response to 
erratic commands nm\ a distant adiniral. For this reason- 1 urge you 
to review the current amemlments as a chance to correct course with- 
out changing the basic direction or the expected landfall. 

I might.point'out in this conner-tion that (hiring the past'7 years, 
we have had no less than three administrations and that diinng this 
period'i Mr. Lynch, the Director of the ]>rograiu. has had no^tss than 
six l)osses and Mr. Humphreys is the latest. Each one of them comeS 
to us and sayis, "Give me time to examine the ])rogram." 

In the mfimwhile, the ]^'ograin is^ j)rocee(Iinir on its own and 1 
might say with-rrmarkable success, although clearly that success is 
not equally evident in all p{\rt< of the country. 

To me,*the proposed addition of a set of national ])riorities repre- 
senta,tive of real needs with new funding and sufTicient flexibility not 
to stifle State leVel creati\ity can a(hl momentum, but to many back 
therein the State rapitols and in the communities where the disabled 
are served, these changes may he s(?en .:is a crosscurrent, nlestructive 
of progress, to date and of the ])osi(ioning which has been achieved 
for the next tack. -'^ 
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Depending their present posture, some Stfites will be moje dis- 
advantaged than others by the mandate contained in section 133(b) 
(4) of the bill, which has to do with ^percentages to be spent on the 
new proposed priorities. It does not necessarily follow that the most 
atypical State is deviating in the wrong direction. It may be the one 
that is ahead of the crowd. Perhaps we should honor the ISP, namely, 
the individual State plan, as much as we honor the IHP, that is, the 
individual habilitation plan. 

Specifically, we should be sure that the new priorities serVfe to aug- 
ment and not iTo divert resources from the present mission. I agree 
with those who hold that the comprehensive plannin^^ activity should 
be allowed to continue and that the capacit*v of the coun<nls to exert 
leverage on other funding sources must be further enh^mced.' 

I think this is particularly true ,with respect to the anticipated 
^mendmei;its to the Rehabilitation Act. Even if title II does not sur- 
vive, it is quite clear that there will be major chancres in the mission 
of State'^rehabilitation agencies and that they will increasingly move 
to deal with people who do not have a primarily vocational goal. DP 
Councils must address these new resources. 

• Our population is clearly within that context; It is also clear that 
although the State ^rehabilitation agencies can and should now bite 
off some new mission, they cannot bite off the whole DD mission, 
and Vhey do not want it. 1 might add the VR State directors have 
endorsed the extension of the DD Act. 

One way to make clear the intent to maintain momentum to rein- 
J^ate the emphasis on'State level planning in the statement of spe- 
"ycific purposes in your act. In my written statement, I have suggested 
" how that miglit be done. I will not go into that here. 

I want to address, second, the issue of comprehensiveness and how 
that is defined. Like yourself, I have lived under several Presidents 
and they all have come into office saying they want to ^ President of 
all the people. Congress does not enact laws that tend to be all things 
to' all people. No President sends up a program, even a big package 
like energy, that can be all things to all people. 

So, programs have to have limits, and we have to have some ra- 
tionale for setting those limits."; In the human services field, those 
, limits are usually expressed by specifying either the type of serv^ice 
or the classes of the people to be benefited. Your committee deals with 
health legislation. You have .brought out a very useful initiative in 
the National Health Planning and Resources Act and you have had a 
broad target population. That is something for all the people bu^it 
is .restricted to the domain of health services, and properly so. 

Similarly, however, we may have legislatii'm. which is defined 
' primarily by the target pop6lntion and is not limited by the service 
system. The DD Act is such an act. It is defined by limiting the target 
population and allowin^r the service systems to be inclusive. It is ^n 
that sense aiScomprehensive act. » 

Now, one thing that became clear to me at the \Yliite House con- 
ference on handicapped individuals, to which I was a delegate from 
my State, -is that the disabled themselves are as diverse as socffety 
itself and that there really are limits to ecumenism when practical 
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problems are to be addressed- Because I believe the l^P Act should 
encompass the full range of needed seWices, I also bpjieve that the 
target population must be limited by criteria related to common 
needs. ^ 

Both the majority and the minority report of the task force on 
definition met this criteria, but the definition of severely handicapped 
in S. 2600, in my opinion, does not. I think that it is important to 
recognize that that definition in S. .2600, although it might look at 
first blush to b^ similar to the DD definition, relaxes four to five of 
the criteria which now limit the DD definitions, in addition it re- 
moves the limit on age of onset, thus adinitting to that population 
many peopfe with cardiac disorders, emphysema, chronical mental 
ilhiess, and all the disorders and deficiencies that first appear usually 
in middle and late life. All these would be added to the target popu- 
'lation. 

In addition to doing that, the criteria of functional impairment . 
are very much relaxed in S. 2600 with the result that I would say, 
just on substantiality alone, the S. 2600 definition have double the 
population compared to llie Abt demolitions. 

Mr. Humphreys finally got around- this morning to suggest that 
maybe the DD population was a fifth of the population defined by 
S. 2600. Yet there is only twice the authorization, not five times the ^ 
authorization. If one takes into account the differences in substan- 
tiality, as well as ago at onset the DD population is a tenth of the 
population defined in S. 2600. 

The Senate's proposed legislation made no apologies for not know- 
ing how many people they wero counting. I might add, (and this I . 
address particularly to Dr. Tarter with respect to your question this 
morning, Sir, about the impact of including physical and jneiital 
impairments without diajrnostic o||egorios) that, as Dr. Cooper sug- 
gested, if one 'imposes the othe^pBstriction, railed for in the Abt 
study, particularly those relating to age at pifset, we do have a cri- 
teria to measure who is left out. • * ^-i"* 

If you assume that adults meet the test of sui)stantiality,^f they 
are so disabled as to Qualify for soQialWnrity, then we do have data 
on adults who were disabled in childhood and who have qualified for 
social security. "We have data oin the diagnoses that contribute to 
most of that gl-oup | see p. IS;^]. \ 

More than lialf of the people m thai population are mentally re- 
tarded. Another 6 percent or so suffer from inental disorders other 
than mental retardation. If you add uj) the disabilities that are cur- 
rently named in the DD Act, you come to somewhere between 75 
and 80 percent of adult disabled in childhood, using the-social se- . 
ciiritv test of disability. 

I think that gives von some idea<ibout where we are coming from. 

Nqw, I might add,* however, that the notion that has been bandied 
about that planning for two disabilities can be done as cheaply as 
for.one is fallacious. The bist time around, you, \yisely. in my opinion, 
added autism to t Jiist of developmental disabilities. T can tell you 
as a member of ;> ile planning council 1 have spent more time 
grappling with aut i.-iii in the last few months than with all the other 
disabilities combined, 
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So, the notion that it does notHake any more to plan for a new 
group is not quite correct. That is not a reason for suggesting that 
the group should not be redefined. My ojm preference is for the 
so-called functional approach but one that is limited by multiple 
functional impairments, by substantiality and by the age of onset. 

People who are disabled from age 3 are different at age 30 than 
people who become disabled at age 30. Their life history has some; 
thing to do with it. 

Now, I want to say a word or two about the issue of laying on 
national priorities versus the question of State self-determination. I 
think that you should know that those priorily areas which you set 
forth in'H.R. llT^^were indeed identified last summer by the na- 
tional organizations who represent consiuners, providers, and State 
agencies, and this is based on informal messages that the members of 
. CCDD were receiving from the field, from consumers back home. 
This identification occurred before the 1078 State plans were sub- 
mitted hy the State councils. Interestingly enough, however, when 
the gaps in services which were identified by the more formal plan- 
ning processes used by the State councils were tabulated, the same 
four areas surged to the top of the list of types of service gaps most 
frequently cited. * 

More than half of the States identified each of the four areas as 
being a high priority in that sense. ' ^ • 

There^ reason to believe that this ranking of those areas reflects 
in part tne'difficulty of putting together a package from the so-called' 
generic f«(riding stream, usually becatise there is sofnp missing part of 
the package. For exarapje, it has been hatd to get furfding for the 
startup costs for grbjip homes. You/miiy be able to get HUD to 
guarantee your mortgage money and you m^'b&.able to get SSI to 
pay the operating costs, but you have to have startup 'cost. If that, 
is not there the other things do not come together. So,, it- is fajrly 
clear to me that there arfe missing pieces of money and that some DD 
gap filling money must go into the services. And there must be enough 
there so that that can happen. That is not to say that DD should 
become a major component of the funding stream. 

•Moreover, it is important to bear in mind that there is considerable 
diversity among the States which is disguised when we get only na- 
tional averages. You will get a statement that on the average the 
States expend 30 percent of DD funds on planning. 

I have appended to my written statement a chart which you prob- 
ably can see, and that shows that one State expands 100 percent on 
planning; another one 95 percent, but several States expend only 
5 percent or at most 10 percent. It is all over the lot. » 

I am not here to say that one is doing right and the other is do- ' 
ing wrong. On the contrary', what you have to do is to look at that 
scatter in the context of what else is available in each State. To some 
States planning money is easy to come by in State govemnlent. To 
others it is not there at all. In some^ States you can get construction 
funds from State government to pass ouv to private agencies. In 
Massachusetts, that is prohibited by law. 
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So there is a need to recognize the pluralism, the hori^t'pluf ih^j :. 
the r^al diversity among thf States. I believe tKat f J^W.oiv^^. . , 
some national goals, which I support m prmciple and indeed inV^, ; 
S^?, h^ to be^done in such a ^^ay that it meet« <m^'^^ ;. 
« mJy^rts what is under way when what is under :>vay -look? goo^.. :, 
"^"SJ^S j«ndatJ.and pick up f-f Sf/»»JS^ 
asked the States to do and which is good and say-j :^^op ^^nd 
SmVthine else" That would strongly contradictjlie w4iple.:notion of 
w S Planning States are now l^ein- aSked. fingage:_in .^.5-,; 
l:S?'5aSiEg cy^but they have never been able 4o ^ i«or^ than ^ 

I'taotThat you are pressed for time, Mr..^?h^rtr^^f«i^^:^; 
therefo^ Stop this presentation, submit a convp?etj^ ?t:»t tor.^ 

'"'I'thank vou verv- much for sponsoring the-Wgi>iatiQnVy«"'>«4;Mr^^ 
Carter tSgSer'?nJ for holding these exteMed:hea^^^^^ 1 
think will help very much. .7; • ; ;•, " , i : 

rTestinionv ivsiinies p. 1^^4.] . : V ; ■: - -i,^' ^'V- * ' 

. [Dr! Boggs' prepared statement and attV-hi^^^^^ ; ' 
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Mr. Chairman* 

X am most appreciative of your invitation to appear today in 
support of H.R. 11764, to ejctend and amend the Developmental Dis- 
abilities Act. This Act owes .many of its virtues to this committee 
over the years since 1963. and especially since '1969, you have ex- 
ercized a consistently constructive influence on the evolution of 
this multicomponent program, a program which is in many respects ' 
unique among Federal activities in support of those missions which, 
constitutionally, belong to the res^iective states. Your acCidn in 
formulating and introducing ^H.R. 11764 carries forward this tradi^ 
tiOo/ 

«--■ 

* I concur with the^sentiments of Mrs! Jane Belau, chairman of 

the National Adivd^ry Council on D,cvelopmental Disabilities, as ex 
pressed in her letter of transmittal to the Speaker of the House, 
dated December 13, 1977: 

-Congress created an excellent concept of planning in 
a con^irehensive manner, of coordination, and of service pro- 
visions to persons with development-.al disabilities. This 
^concept, first introduced in Public Law 91-517; 'was rein- 
forced and Improved through Public Law 94-103^" 
Our task, your task, is to assure the further viability of 
this concept, to adapt it to changing times by building on what 
■ has gone before. Your toxt gives evidence of a thorough review. 
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during Which much obsolete language ha* been stricken, some super* 
£luou«« some deliberately substantive. We nnist be sure that in 
seeking to remedy any weaJcnesses, do not inadvertently undercut 
the present Act's sources of strength. * . ' 

r Concurrently with the task of examining the actual text of 
the bill, our activities here today and tomorrow,- — and yours dur- 
ing mark-Up — should serve to clarify intents and strengthen con- 
sensus about %fhere we are all going to go from here, not in lock 
step, but freely within the bounds ^nd parameters appropriate to 
commonly agreed upon overriding goals. To me It is important to 
respect the pluralism of methods by which the'se ^als may be legi- 
timately pursifed in different states and in (fiffereat settinga, 

I am ^enthusiastic about the progress which has been made with- 
in the past two years, progress which is all the more remarkable 
when one considers that so little fiscal growth has been allowed. 
Your bill reflects a confidence we share in the new Protection and 
Advocacy Systems; your bill reflects a thoughtful process which has 
been applied /to an overdue remodeling of the statutory base fo^ the 
university affiliated programs; your bill places the special pro- 
jects ai^thority iSore clear ly. in support of the other, three programs 
which are themselves more clearly complementary. I have chosen, 
however, to devote my time today to several issues pertaining to ^ . 
%Y\e state formula grant prograimy • because the satisfactory resolu- 
tion of these issues is critical. . 
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Issue #1 ^ . 

Oontinuity in Pursuit of Long Teem Goals ; The Need -for 
Constancy in Mission , ^ 

Long term disability (and what is longer term than a disabil- 
ity which begins with life itself) is a tedious pr^lem. It won't 
go away; there are no easy answers. Its victims, and we who work 
on their behalf and share their lives, are called, in President 
Kennedy's words, "to bear the burden of a long twilight struggle, 
year in year out, 'rejoicing in hope, patient in tribulation..,'" 
The 1970 legislation refl'ected the complexity of our problem and 
laid the basis for ^tatefe to build .the intricate structures which' 
would be required in order to replade the isolated single agency 
systems which have segregated those with chronic disabilities in 
the past,- with open systems wit^ multiple linkages to other societal 
enterprises. This was not a trivial underta*king. 

In this context seven years is a short' timj^, and three very 
short indeed- ■ In fact, the changes wrought by the 1975 amendments 
have "ba rely borne visible fruit in this interval. This is not due 
to any foot dragging, but to the nature of the problem and tffe 
nature of the process. The- states have now entered on a rolling 
five year planning cycle, yet, in effect, they have never had more 
than two years of ■^visibilJL'ty'' ahead. Like the sailor, we can lose 
weigh by too much tacl^ing in response to erratic commands from> a 
distant admiral. For this reason' I urge you to view the current 
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oiMndments as a chance to correct course without ch2m9in9 basio 
direction or Ahe expected Izmd fall. , 

TO mt^ th« addition of set of national priorities represen-" 
tative of real needs, wit^j new funding, zoid sufficient flexibility 
not to stifle 'state level creativity (or prevent unconstrained * 
needs assessments) ^an add momentum, but to many back there in the 
state capitals, amd in the conuminities where the disabled artf^^ved> 
these chamges ipay be seen as a cross current, destructive pro- 
gress to date, and of the positioning %rtlich has been achieved for 
^e next tack^ 

Depending on their present posture, some states will be more 
disadvantaged than others by the mandates contained in Section 
133(b)(4) of the bill. It does -not necessarily follow that the 
most atypical state is deviating in tj^e wrong direction. It >may 
be ahead of the^crowd. Perhaps we should honor the Individual State 
Plan (ISP) as much> as we honor the In&ividual Habilitation Plan (IHP). 

Specifically, we should be sure 'that the new priorities serve 
to augment, not to divert resources 'from the present mission. I 
agree with those who hold that the comprehensive planning activity 
should be allowed to continue; the capa^city of the councils to ex- 
ert leverage on other funding sources must be further enhanced, 
particularly Vis-a-vis the anticipated amendments to the Rehabilita- 
tion Act.- If this is your intent, as I believe it is, there is 
need for more explicit assurance to that effect in the bill. As 
far as p>ossible new mandates should be laid on in an orderly manner 



and primarily with" new money. 

llone trty to .make clear the intent, is to reinstate the emphasis 
on state level planning in the statement of spe^fic purposes in 
section 100, The 1970 Act contained language which was left out. ^ 
in the 1975 amendments. I believe inadverteptly . The text is "... 
to assist the several States in developing and implementing a com- 
prehensive . and continuing plan for meeting the current and future- 
•, nee'ds for services to person^ with- developmental disabilities.- . I 

•recommend that' this language ^e .restorod as the lead clause in ^ ^ 
- Section 100 (b) (2); with the addition o^^'the phrase "with priority 
• to 'tl>ose persons ,^6se needs cannot be comprehensively covered, etc. 
. ■ Tn- my opihlon, this change would accomplishl-fHree things: 

It would flag congressional \ntent to maintain momentum. . 
• "z.'lt would i^ake clear that the overall goal is sery^.ces for 
the'"deveiopmen!tally disabled with ^ state level comprehen- 
sive planning as' a vehicle^. , 
3^.^lt would reaffirm thafthe core group ^mong the devclopmoii- 
> , - ' ■ tally disabled is composed of those whose needs transcend" 
1' ariy single traditional service system or discipline, a ' , 
\ . , " characteristic which was recognized in, the D.D. Definition 
r ■■ .Task Force by both the majority and the gjinority. ^ 

Issue #2 .'. . * ' • 

nnrn prehenaiv e ^^^^ a Virtue or Vice in Legislation . 



I have 



lived under ten presidents: almost ^all of them at one 
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time or another expressed an earnest intent ±o be "President for 
air tjie people." However, no agency, no Committee of Congress", 
apd no bill ever sent to the nill by a President has i^er' attempted^ 
to provide comprel^ejisively for all the people. Ever^ progr^im must 
h^ve. its limits. In thp human services fUeld these liftiits are usu- 

,aliy expressed by ^peclfy^ff^ Wypes o€ Service or by def ining, the 
classes' Of people, usually a bit. of botff. In order to set out a, 
domain of action which i^b^ manageable' size, , one adjusts these 

'limits, with funding in mind, 'if the scope of services is broad 

. {as 'it must be in the r>*D. Act), then the target population must 
be , more narrowly defined', or vice versa. , * 

If there is one thing that became clear t<j me at the White House 
Conference on Handicapped Individuals, it is that the disabled are 
as diverse as society itself, ^and that there are limits to ecumenism 

^ihen practical problems are .^o be at^^.rcssed. IJeoause 1 believe <:hat 

■ - " ■ * "SI - ' ■ 

the D.D. Act should encompass all types of service, t/hether on a 
first or second priority basis, I'-also ^believe tfhal^ the target popu-* 
1 at ion must be limited by criteria cola ting 'to conninoh needs'. Both 
tha majority and minority reports, of the Task Force meet this cri- 
terion. The- def inition of "severely handicapped" in S. 2600 does 
»not. ^ ' * -ttsfc''. 

Issue #3 

National Priorities vs. State Self Dotermintion . 

lyJjyaTTCioirrty- areas which .you set' forth in H.Rl 11764 were 
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Identified last sununer by the national organizations riprosolTti',^ 
consumers,- providers, and state agojcios- based on^the rnformaL mes- _^ Z 
sage's thfcy were rec*iving f ro|^ the field. This occurod before the 
1978 state plans were submitted by the s^te councils..^' 

I„terestlngly,e,90ugh, when the ^aps ins^rvices identified by 
the more formal planning processes used -by ^the state co^cils were . . 
tabulated, these same fou^, areas surfJid at the top of the list 
of types of services gaps most frequently^cited. More -than half 
the states identified each of the areas. *There is reason ^o believe 
that this high-ran/fng reflects in part the f f i ci/tty ' o f putting ■ 
together a package of fundi^pg from the so-call,d generjc stre.ims, . 
usually because of some specific mining piece, ffer example, the ' 
start-up costs for a group home. . . 

Nevertheless. _ to say that more than half of the reporting ^ 
States already ^have goals related^.?^^IXity Iwing arrangements 
• ^r tftit on the average the state, spend 30% of D.D. funds on plan.^- 
ning' is not to give an accurate picture of -he dispersion, tht= ex-, 
tent of variability. In fact, with respect to the allocations be 
tween- planning -arfa service's, there is°wide scatt er, Ss i 

in the attach<^d cha*L. Y°" '^^'"'"''^ ^"''"^^ ' 

funds entirely fo^ planning, ^while Nofth Dakota, also a minimum 
allotment state, use's only vL Who ^s to sa)f^,that o^e is right 
arid the other- wrong?. 



ndicated* 




29. SrV. J. 



49_5 r »t Vi^H>|*l 
S O. B t^ro osia 

5?. Co»m_^_ 
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I 7.2 In each jian; ^cyTS^ subj 
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Issue' #4 ' 

Planning Versus Services . 

■ ' L * ' 

' 

C Planning and- services are not mutually exclusive; on the con--.^ 
trary, to paraphrase. Slightly: . P]Lanning without services is futile; 
services* without planning may be f atal 

implementation of-^plan, i.e. the 'pursuit of an objective, 
involves,. a combination of strategies for producing the end result - 
e.g. a particular service for developm^ntally disabled Persons, 
one such strategy is the judicious use of D.D. formula funds to in- 

^itiate 6r foster some direct service, i^nother is to persuade, an- 
other Sgcncy to undertake at lea^t part of the t^sk. . Usually a com- 

. bination of strategics works best. To illustrate this point I- am 

attaching a' segment; frorrt the 1978 tJow Jersey State Plan covering 

one of our twelve plan year objectives; the one, pertaiaing to com-- 

V . ■ ■ . ^ 

muriity living arrangements. You will note the synergistic use of 

D.D. planning funds, service f uqds . council initiative (i.e^ non-, 

funded, -influencing*-) and particularly the expectation that "other- 

funds, will be mobUized in concert with our own. j 

Right now it is getting harder to pry looser th^^Vother" funds 
needed to implement some of the states' highest prior i\ios There 
a?e gaps between ''toderal money streams from our ^int o^ view. 

Sunday, Secretary Patricia Harris dtsccibod tlSe President's 

^ ft. ' . ' " k , 

^ arecehtl^announce.d urban policy as providing $8.1- billon to fill, 
the gaps in .the existing col lect ion .of programs totaling over $30 
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billion, on a much smaller %calo, the D.D. Act is designed but 
not funded to do, the szune thing in our area of endeavor. 

It has become fashionable in D.D. circles in recent years to 
say that the D.D. Act is, or should be, "primarily" centered on 
planning^ and that we should "maintain" this "original" focus. As 
the author of the 1969 legislat;Lon, you, Mr. Chairman, are keenly 
aware that the original focus of that Act was on services and facil- 
ities, with planr^-Jig as a means to the orderly development bf sam^. 
The authorization levels spoke to expectations for substantial ^ 
funding for direct services. When these did not materialize, we 
began to tailor our task, to fit our resources." The result reminds 
me of the aphorism of a witty British don, who drfincd "propaganda" 
as "that branch of the art of lying which consists in almost de.-oiv- 
ing your friends without quite deceiving your t^iemies," We and the 
BDD have almost deceived each other into thinking that what we've 
got is what we need; otherwise, the efforts of throe yea rsywi thout 
even a cost-of-1 i\Ang increase would bo unb^^arable. 

In sh0rt, in certain area's (i.e, certain types of services 

in certain states) we {lave scraped the bottom of the present barrel 

. 

for "other" seurvice funds. Sorvice money must be forthcoming- * 
either ft^m within the D.D. Act or without. If the Congress is 
serious about expecting the states to make ptoyress in the "priority 
areas" spe^^j^d i^the new proposed bill, it should make such man- 
dates conditional. cJft'"a corresponding increase in funding. It is 
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not enough to hold statcB harmless with respect to the amounts pre- n 
viously spent for planning. 

More than half of the states identified service gaps in each 
of the priority areas described Hi the bill. However, these are not 
the only gaps, and they are nbt necessarily the ones the states 
would all choose to fill with D.D. dollars. States GXporienco gaps 
in different.^ ways. One has a spend-down provision in^Modicaid: an- 
other does not. One is bumping its Title XX ceiling: another has 
a little way to go. The eastern and midwestern states are strug- 
" gling to close down old institutions; Alaska and, Puerto Rico have 
none to depopulate. The mandate for priority areas should accommo- 
date these legitimate differences. 

The priority areas have been (Jefined as " ^e rv ices-. ^ It would 
be more in keeping with the spirit of the present Act. as well as 

the manner ih wh^ch state planning and implementation is currently 

If , 

carried out, to recognize that the attainment of "community alter- 
natives," "infant dev(^opmG*(t services" and so on, *is not measured 
solely in D.D. service dollars expanded, ^he implo introduced 
earlier from the New Jersey State Plan indicates thaf^ D. D., planning 
funds may be comingled with '"other funds" to contribute to the end 
result. If it is decided to retain some mandatbry percentage ex- 
penditure from the total allotment on the dosignated priority areas, 
I recommend, that credit against the percentage include funds spent 
in planning and >" inf looncing" related to ihat objective. As 
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indicated earlier, I would prefer' that the mandates In these areas 
apply only to funds in exces^ of the 1978 allotroentsi In this 
connection it will be important to assure inclusion in the appro- 
priations bill for 1979 of the full Administration request for 
^$46 million for the formula grant. 



1^ ' 
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Issue #5 

c^P^^T ^! r... 4^or I CMS or PPC o r TPC or Follow^along, 



The D.D. program is designed to provide continuity as needed, 
over the life span for those whose jchronic disabil ity ^bcg insvat 
birth or early in life; and to eVide tpe arbitrary discontinuities 
of age-limited programs such as tfift Title V crippled children's 
program, the state mandatory education laws, age factors in SSI, 
in Medicaid and the r^st. 

Like the rest of us, developmerftally disabled persons may 
need different types' of services af difl^erent ages but chronolog- 
ical age is much less important than developmental -status when 
•selecting components >for a habilitation plan. For tKis reason, 
I am pleased. tha/ yof have avoided the pitfall of trying to be age 
specific with respect to any service which may be ^eded prescrip- ^ 
tiveiy, including the proposed priority services. 

Ot particular^ importance in assuring life-span continuity is^ 
the fuTiction described in your bill as, " individual c 1 ient ' manage- 
ment services." This element is not to ' be. |^on f use*d w^th protection 
.. and., advocacy, foctised on the clients rights, although ft may be 

necessary for a'client program coordinator toj^ge the Prote^tiSn^ 
and^Advocacy system from t^me to time. To dc??P^ what many of 
• us hd^e inmind for this ICMS initiative, I am appending some pages 
from a report which was comm-issionod on this topic in 1974 by the"^ ' 
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New Jersey Council (Attachment 5-A), 

The definition of the ICMS rtust be read carefully in •conjunc- 
tion with Section 100(b) (2)(A) of H-R. 1X764. whicli; Section givqs 
"priority to those persons whose^needs cannot be comprehensively 
covered or otherwise met under the Education of All Handicapped 
Children Act. the Rehabilitation Act of 1973 or other health, edu-^ 
>,^* cation* or welfare progragis." Each of the clients so dqscrited 

is in the center of our target popul at ion and each is the, client 
of, more than . one agency. ^ 

There are some persons who hope and expect that under the / 
P.L. 94-142. all things will flow to all- liandicapped children of 
school age. and that the schools can be the primary coordinators 
for all services, incli^ding their health and welfare. I respect- 
fully point out. that even the Task Force whTcYr lurried out the 
study on the The Futures of Children (Mobbs. 1975) on whose philo- 
sophy much of P.L. 94-142 was built-, were not so sanguine. They 
indeed recomjn«nded Vhat. for the" ma ior i ty of handicapped children, 
the'public sc^hool could indeed b^ the load aycncy. jn chaxge ,of 
program coordination, tyin^ health and social services as append- 
ages to the Individual Education Plan, but tht?y also jrecommended 
' that a realistic view be taken of the special conwrns for those 
- of "children in need of prolonged assistance" to whom the schools, 
responsible as th«y i?ow are for educat ing. each and everyone, can- 
riot alone suffice. Most devel opmon t al ly d Isabled ch i 1 dron are by 
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definition in -need of such multiple services, and should enjoy a , 
tCAily client-oriented ICMS or - liaison Special ist . " (Attachment ^ 9=^^) 

Beginning in 1^72 the Rand corporation undertook an extensive 
crowB agency study of service for Handicapped Youth (age 0721)* for- ., 
theOffice 9f the Assistant Secretary for Planning and Evaluation, 
^^pfliw. One strong conclusion related to the need' for what Rand 

called "^birection Centers." Their initial investigation concen- * 
trated on deaf and blind children ^s prototype handicaps, but their 
conclusions are valid for *all persons with severe persistent dis- 
abilities whether children or adults (Attachment 5tC) . Your atten- 
tion 'is called.particularly to the need t(? keep these direction ' * 
centers frde stariding ^nd to prevent clients'' boing "captured" by one 
component of the service system. } ' ^ ■ ^ 

in my opinion this provision will require a considerable re- 
• write of tAe present guidelines issued by the ^Bureau of Develop- 
mental Disabilities in order to emphasize the noed for an. individual 
program coo'rdinator (responsible' to the'cliont) who is external 
to any one of the agencips whose services arc being coordinated. 

This.' concept may make some service providers a bit uneasy at 
the start because it is the service delivery counterpart of -dein- 

situtionalization. In case anyone counters that this is. too 

'' * » . 

"idealistic" I point to the fact that in several states ^^^^^5/;^?:-; 

is already in place which can ca.rry out this 

or no modification and additionally" that many small inod^f,:^^/S^uW^ 



as Rand has ddcumented. I .have ati^ached a news *it<em ^rom Call- . 

* • ■ . 

•fOlTila Whitfh points UP the fact that a trained* parent cAn pprform' 

this' function, for •« handijcapped son or daughter," a funct'ion ;vhich 

mps.t parents perforw for their normal, children without training 

•■(Attacl)mfent 5-D) . ^ ■ ' . . ? 

I^ii^ people now realize that tfi^re may be an inherejrjt -con f lict 

•when an^agency which manages or coordinate^ programs alJb 'tries to, 

a. case manager for individuals. Some research-based light is 

shed on*this issue by h s.tudy carried out at the University of jt 

- Wisconsin by Aiken, Dewar,^ DiTomaso, Hage, ai:id^Zeibz { CoordLT>.a<inq 

■ Hunlan Se'rvices , Jossey-BasSp. 197-5). They, studied f.ive demonct.r'attdn 

projects on . cpordinat ing community •services .for the mentaj.ly 'jr^t^ijd^^. 

■ ' ' ' •' ^J'.' ^' 

The prdj^cta had all been funded under the Rehabilitation Act? ln_' 

the mid-sixties. This study gives added bacHi-ng to th« theses'. •■'S^'^' 

, . ' ■ . . . 'ft ■ ' .'^ »- 

1) th-at Councils have an importaVit systems advoc'^cy and, .^esburce- 
.'coof dination ''funct ipn"on the one hancj, 2J t^at multiproblem long- 
term clients need ind iv idtia 1 .ca-se t-oord ina tors on the other, ^nd 
3) neither should be subservient to *any one cpmponent of the'serv-." 
- provider hierarchy- ^ \ ^ jg . 
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Issue #6 

The Condept of "Target Grdup* vs, "El 



igibility" \ 
1 legislatioi K w^mjire in- 



By their nature >s6tae; pieces of federal ^ 
divij3ually. identifiable beneficiaries. The suppleifentaly^cur ity in- 
come"*prograni is a case in point. One is either eligible or not eli- ; 
gible. The D»D. Act is not such legislation. Much of the debate and 
dissension^surrounding the definition of developmentait disabilities 
seems to. me to pivot on a misunderstanding on this point. The people 
who meet whatever .definitit^n is used are' members 6f a target g^up - 
I.e. a group Mople on whom we wish t9 concentrate some resources ^ 
in a highly bepe^pial wAy, not necessarily in an ex^iwsive way. In 
fact, the*more We move toward integration of. devel'opnientally disabled 
«|>ersons into various social groupings \^ich include non-developraentally 
■ disabled people, the more we will inevitably permit some of the bene- 
fits of D-D, funding to %each others. Inifeed, the^e are.;times when 
one should deliberately cast ones "bread upon the waters. 



Consider the following axamplc?s : ^ ■ r^.^^Ji 

Transportation for the transporCation d^pendont :. A DD .grant, 
along with other funding, made pt^ssible a consolidated transporta- 
tion system for the elderly and han^^icapped in a rural area. No one 
askea for cin -exact count of developmentally disabled folks getting 
, on the bus.. . - - ' ■ - ^ 

Early intervention : The program ia foa. infants who are -develop- 
mJntally delayed." No labels, partly'jpecause no diagnoses can be made 



yel 



to surely differentiate the aphasic from the mentally retarded child. 
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yet both "can benefit, as- can the autistic child^or the dyslexic. 

Adoptions: Yes/children with Down's syndrome are adopt^le, 
but the',<y9est agenqy to do it is probably the one that spec i allies in 
a variety of hard-to-place children. 

Gas. liquid chromatography : A number of states have u^ed D.%. 
' . - "* - 

funds' to make this new ecfuipment 'Available for monitoring anticonvul- 
sant blood levels^ in .institutions as well as in the community. 
one -ask^d whether all the sample?, were from seiiure patients who were 
'severe enough to be considered developmentally disabled, or if they 
- were over 18 years When they had their * f: rst ' se izure. Having such 
^l^^^nt clearly bene'fitfe^ the members of the D.D. target group; that 
it also benef ited others .should never be the cause for an audit exceptio 

I strongly urge ,the Committee to. include report language to the 
effect that in any act^ivity' in which DD dollars primarily support pa;:- 
ticipation by ■ developmental ly. disabled persons, arbitrary exclusion 
of' persons with other handicaps who need and can use the same services 

in that particular-s'etting^ is not required and indeed is to be d.^s- 

/ . ■ " " 
cou raged. ■ 



Attachaient 5-A ^ 

Precis; LGNG-TEBM PERSONAL PROGRAM COORDINATIOr^ 
Siamnary ojf a rfeport l)y Leopold Llpp«an 

for the- Developmental Disabiilicies Council of New Jeysey 
under a ^rant to the Mount Camel Guild of Newark 

■ • ■ ' ' '\ ' : ^" 

• . ' ■ / . . ■ ■ ■ 



.... ' 

'A personal program coord^g^^ service Is the ^ntecratlve «ecfianlsm 
which makes meaningful the ionti^j^of aoi^CBs required to maximize the ■ ^ 
potential of each developmeTv;:ally*|^abMd person, and his/her most effective 
participation in the life of society.^; 

As the Developmental Dlsabililtles Council of New 'Jersey has said in 
its draft" Comprehensive Plan (197Aa). case management Is a process of assess-; 
ment. planning, assignment, follow-up and reass IfinmentV conducted IferatlveS^r 
through the life'of the disabled person,^ -iSe objective Is to. provj^. contl- 
niiity of services from phase to phase In the life of the Indlvl^ifal^ 

The components of a success ful^ personal p rogram^fcrdlnatioix servlcq 



include: - 



— ServicA outreach, to find t^e client in need aC the earliest 
possible stage of his life. ' • ' % 



llhe Accreditation Council for^acllities for the Mentally Retarded (1973) tfn 
its . Standards for Cot.«.unlty Agencies uses tfie term "client program coordina- 
tion" and offera the following definition: "Client program coordination ia 
the process by vhich responsibility for implementation of the client s indi- 
vidual prograi%:j]istt >s established. The cllent^program coordinating -procetr 
lnclude^.p50viiai;i«g 'swpdrt, procuring direct services, coordinating serviced 
Collectin«^^« .4i«S(p«ii*tlng dat^ and Information, and monitoring the pro- 



gress of the ^cilWcC'^.v 
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--Assess-CTt, evaluation, d^acno«l», Jcvelopracnc of a plan, and' . 
coun»cllnc of the .Individual and family, 

Referral to appropriate service resources, and fojloy- through 

. ' to Insure the rendering of services. 

Follow along; i.e., review, rcapjj)relsal and redirection, as 

necessary throughout the life span. ^ « ^ 

—Record Veeplng, to facilitate the most effective provision of * 
services, but with safeguards to protect the Individual's right 
to privacy. ^ 

— Coordination of the diverse services whlcfi Jhe Individual nay 
require, including , health care, edupatlon, vocational training,, 
job placement ancLoversight , residential services, use of leisure 
time, financial afc legal guidance, and protection from exploi- 
tation. ^ . 

— Standby availability, to help the Individual cope with unantlclrS 
pate4 Pi^oblem^as they arise. ,^ • ? ' 

' ' . . ■ " ■ o 

As the draf"£*^Comprehen^lve T^n notes, it Is essential that the 
services to developmentally disabled persons be conceived of as a lifelong 
flow, with each phase linked- to the ^ast and future accordl^ to the needs b§. ^ 
the ' individual. ' * .•?» 

• For the developraentally disabled person, there are ^pecial needs fo*",^ 
lc7ng-t«m personal progran coordination beyond those which ^exlst for other ^ 

ft 7 ^ a 

dependent children or adults. Thfc»dlsabled person must 'not on ly recede 
services, but must^also receive them in .in in t ef.ra t ed , soqucnlijal manner 
according to a professionally dcslcnc^ plan ^ich igj^asod upon and .ros^onslve ^ 
to his individual needs. Essential to a ^)cd3^Ssful system of |^rsonal -prograalft 
•'coordination is the es tab lishi-wnt a fixed polnt^^f referral, a basel^o ^ 
yWch the disabled person and his ^anlly nay go, for assistance and counsel- 
Ing whenever required. «f . W 
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. ■ THE FUTURES. OF CHiLDRfN: 

^ CATEGORIES, PABELS. AND THEIR CONSEQUENCES 



Report of the Project on ciassHica^ion 
of Exceptional Chi.Idren 
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V^nderbill University 
Nash\rille, Tennessee 
September 1974 



■ Tfhe goal -of ccologicar planning and- programraing Is; to ■ 

.*j . restore ' the.' system to productive equllliSr lum. This Is done/ 

• by pnoyfdlngj the critical amount of assistance for the child - 
and for the. important people In his environment, so that the' 

; ' systein functions on Its ''own In a way that keeps dlscor-daniiie . 

at optimal l^vel and maximizes opportiyiltles for growth 

; 'und^gratlf Icatilon - / • 

^ The* ecological rnotfel belongs to no one discipline. .'Its 

* »«se/" re^quli'cs' soWone ' who can movei freely ' among • and 

* cO?tfDUnl< ^ate with fll verse disciplines In the pprf nrmahrf> of^j^ 
. It aiao unction-- Ldhklng" up all the Individuals cbncerned 

• i atK>ut ichlld ahd Coordinating the . planning ' and J 

^ programnflng von his behalf LWilllams and* others. 1974)-. The" 

• ' ^llalson«,'«^unrtlon may ^e performed by s^eone 'from medlcirie, 
'i *edfi<iat*lbn / ' jisydholp^y, ""social work* psychiatry, public 

, ^« health i .^r ibther spei;ialty. Tbe critical ^factor Is t'hifL.tf he 
must sbeak; the, language*" o,f all of these and mpre . His Jpb|^ 
* . ^.be'fejnsr* b^ diefinl^i^V the .ecological .System of a partic,tilm^ 
' . fihij.4''^^0 ha* been' identified/^ -as. 'In ■ need of * agsistande. 
Hat^n^ .vlgited pacli ojf , 'the relevant settings and observed 
the «3CChanges betw©^ the child jalnd' the; 'Individuals vrho are 
' ^ lmp6Eitan€ him,^ must work with' All involved to identify 
the sjCrengths that, c^n be raih forced *and- relied upon and to 
niki^qii.nt the spurces ^of !;dl,^ciJrdancp . • ^He ' must obtain "from 
* ccjmjj>ex,ent* a\/tho^fty .* an 'evajyat^on 'Of^ the child's physical 
*, ' c^d^ilon, especially ^noting.: di^f fici^^^ that can be* 

cOr/e^ted™ Also, *TiV roust be ^faifiiliar ^Wi^^ the .resources In 
liifi. comra'ulvity f Ao' tjia.t ..he /, ktipw^ what;/, forms Of * help ' ajf e . 
^ avi»;l^-^b^. with these ; spUjroes* of -Inf^brmation-, .he must be 
ible^ to facilitate group prbb.Terij sol. v4.ng. That/is, he tnust ■ 
*» /b^ «abVe to : £at;^r . together l^-all. Involved --the^ child, the' 
^piflrents , «the; teacher , : the .grandpa rents> (j. any 'Relevant 

*Outsi^e resotfrjcre^ sucTiyas ''9. *ppyt;holx?gistV ^-a pec^Vatr iolan , . or 
*a , :* jupVi r o 1 og 1*6 a n d." to 1 i s t e n •* 1- 1 h * un de'r s t a n d i n-g to' e a ch , t d 
' J g}i Xjie t h e^^p 1 a n n i n g of a rihq 1 1 ;i / a c e t e d st r a t e g y f oV ;. re St or 1 ng 
i^hp eco^logi'cal. systera to; ' balance, • At the 'end pt such a 
: • session, ea<3h f>er.fe6n' prese/it. ..Shou-ld understand clearly how 
j^Hd will contr^^bUte to ■ the ■ jp.roblem-^olving process^' , ' 

_ ' "^fr . : . ■ ■ 

' \ Once the* strategies decided 'upon have Jbcj|^n to be 

, .' implemented,, the liaison specialist, must s.tay in toufch with 
^ * air ^. partners , In 'the ■ eftort . ; ' He must provide continuing 
?f "Support and must continually assess^the effectiveness of the 
■ . ongoing strategies. As coord^ln^tor of * a diverse set of 
I'^r* ;^ activities, . 'he; is responsibly for mon i toriljg their* succesjg 
;S or failure, ior seeing that successful strategies are phased 
\ out and that unsuccessful ones are modified or renlaced. ^ 
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fry 

' p?lfcibl9(^tf we thirrk productive .(for purposes 
.<yi- - lai>g:^tfnj5«. i ^ well \,as for. short-term. 

■-^i»dgra*ii« handicapped childrert' , as ■ 

.f millng^^^'to?' ^o^^pc.tion al ly' sigftl^£icant categories in ■ 
* tei'rts.^S^^^Jfv'ici^^ re^ T ^~ ""^ ' 

.V . V : :^^'r'«i^'l,s * a g i^fu^i bf children so^^se vete ly hfcndi capped. 
'*tn»tv vi^]^'^^^^^^^^ .jgequtf© IWelong programs of specialized 
ciire,, tner»pi^ trlant^^, and «mp]oyment opportunities. '>Thla 
V group vWo;ild^nclud6 zhp seyerej^y retarded/ the deaf-blind,, , 
''' the: seve!^;itaE^ or t he neurologlp ally Im paired chtUT 

^ ^m'e, sevVre^ . djLsXy ^v><»j rTh Tldren^ also will peed lifelong 
■ '^rivi'^B^ '>b.U t c t i on la harder here than for the 

^ 'di^or^Sw?^' The^ central consideration is the 

\high'*jjr^cr^tabiJlUy' t,hat t^he^e children will need 
_ '^ pecjaliis^d' "throughout their" lives . Federal, 

B*t a t'iy?..> M d jjSirl o c a 1 legislation , Insurance , plans , health 
^duoUtional programs, employment programs 



-pi;(&g.l^.., ^ , . _ . . - 

■'vtrr^yiirkg ;ptoM for professional workers, regis^ters and 

v.;ifi^At*ip.g ^^tewis should recognize and provide foi^ these 
^r^thiJ^d^en. ..^^e' children may be the responsibility of various 
"-li^^^iihci'fes'C.ir&iuding the public schools), but they all havj^ 
■''pr.eAicta:TiJ.ejp^ lifelong service needs. We propose Xhat they 
■ ■ ' al le ^ i 1 d r e n in Need of Prolonged Assistance .^ 




: ' ' / 

i;5^her<^» is a second and much larger group of children 
"^r." V'. who have handicaps (ranging from mild to severe) and who may 
.■'/.\/^ lie SWe^jted to benefit from specialized services t6 the 
Z.V^^W^a'^^F^ they can- manage reasonably' well iil nbi'mal 
' ''.settlTOS ' with occasional assistance or even with no special 

.i. — '•^•'jae^p a;t 'all. This group woulcj. Include the mildly and 
'moj*eraJ;rty retardatf, perhaps m^ost disturbed children; the 
*'iviy|>a;iy impaired fnd the hard of hearing, the children with 
/.spe^iXlc llarningf disabilities, and the children with 
* rwmff^able orthopedic and neurological handicaps. We 
:pTojj'^^se that they be called Children in Need of Special 
« ^ tAsftS^ance . The agency most involved with them wilj. be th« 
. V:'>?A5^tiM.i c ' school s , with specialized assistance being provided 
i^^^ mental health services. , 

• : " ■ - " ' " ' . 

■ Sll". 1 RECOl-C^ENEiATION. In order to reduce f r -i^mf ntat ion 
^'Vr* ^ A." services, to give maximum' discretion in programming 

iA'">-'*^to state and local agencies, and to minimize the effects ^ 
of .'labeling on individual children, we recommend 
replacement of classical categories of exceptional^tji by 
■l ■ two major categories in accordaT?ce not with types of 
y ' disability but with kinds .■ and durations - of services 
needed: Children in N<fed of Special Assistance and 
^ Children in Need of Prolonged Assist.ince. 



•4i r 



There are similarities here to the group of children 
embraced by the .concept development ally di s abled_ (^e 
Chapter Three)*., But the terra developmental disaffl 1 ity is 
too restricted, too closely tied to mental retardation 
Services to -suffice for the purposes proposed here. 



\ 
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to Handicapped Children-Su»r»ary 8nd,*Reco«-cn«ation8 

by Garry D. Brewer and Jajties S. Rakank.ppl7-19 



AttachiNU)t S«C 
/ro«: l«^)roiring Senricea 

Rand Corjiorat^on- R-1420/1 KCT May 1974 
ptrvction- 

•"itUoordinated. rragmcntcd, and higMy spfcciali/ed programs Ui a pa'rent's in- 
genuity and peneverance as searches through the ofTicial labyrinth to secure 
services for hb child-an oflen repealed search, 'ai it proves, because the child • 
needs change over Ume. Fully two-thirds of the parenU surveyed had problems 
obtaining service, did not know where to turn for appropriate service^ or w^rse, did 
nol even know whatqucstions to ask. The current service system is^acidcdljf spe- 
cialty-cenUfed, it urgently needs to become chnd<enlered.Agenciesand profession- 
als provifle only one or a select few specialited services; and even ass^jming that each 
agency and professional performs well, each single service still^neets only a rraclion 
of the child's total requirements Current specialized service professionals should 
not be blamed for the lack of coordination and direction, for they generallyhave not 
been given the specific responsibility and resources to provide the direction service. 
We need an institution to look at the child as a toUl human being. 

IDirectian isan information-based service dcsiened for th* periodic and systemat- 
ic matching of a child's n^eds wi\h the proper mii of services to satisTy those needs 
aa the child ages or improves in response to services and as the system s capacity 
to serve changes. At least,^at is the ideal. Direction is critically imporUnt, but is 
.' at a primitive stage of development in the United Sutes (see Qiapler 3 of ||*nd 
' • Report R-H20-HEW). It is not the main order of business for any of the fedcrSl or 
sUte Rgcnciesserving the handicapped. Even in public welfare agencies, where some 
direction is given, direction is not a central concern but occurs Ijngentially as a 
social caseworker might be required orfnclined to a<Lsessa client's netds. search out 
the appropriate services, and then rtlonilor the^results. However, welfare is rcstricV 
ed to the poor; besides, most social worVers have heavy caseloads, are not rewarded 
for "direirtion " and rarely have enough information to direct their younfe clicnta, 
even if they wanted to. The Matepnal and Ch.ld.IIealth St-rvice also sponsors pro- 
grams thai do limits, noncomprchensive r.f..rral. Vociitional Rehab.Iitat >dh pro ^ 
grams can provide a comprehensive range of services, but the^ do not reach young 
■ children and must be narrowly aimed at the achievement of a vocational objective. 
Schoolteachers and nurses sometimes help the p^nt fmd nCeded st^rv.ces pedntn- 
cians sometimes help, and in some states, a "Commission for the Blind agency 
provides limited direction st rvice to <i st-ement of the handicapped populatiorv. 
" In shurt, direction in this country is almost non.oJist^-nt, and whert- it dfK-s exist 

r- it is ■,por.-,dic and unt^en And follow up ;.nd rr din-^tion, implicit m the notion of 

^ "pi-t\>Ak .ind !,ystw:.;itic matching.- is t-vn I.ss .5evetop.-d No one r.>..Ily does it, 

,.xt( f>t for a few isolated ;uid Htdicatfd pr^^fr: .ion.ils who rmist tr^iAv extriiordinary 
■,nd usually costly efforts to Jinderstar.d tht- ovrrall systrm well ffirvith to ;}dvi« m 
areas ouL.ide their specialised competence Comprehensive infoniiat lon alx)ut need- 
ed and available services is not generally available, -.i.d until if is, di.,>ction will 
remain an unnecessarily limited activity. Thus, the rtspcnsibility for matching the 
■needs of the child with available services is a complex and demanding Usk lell 
'■ almost entirely to the parents, who are generally "ignorant" or f>oorly informt-d 
tonsumers. There are no ger.crally available arffl reliable sources of UK:al '"forma^ 
tion toassist them Without information and a systeirmtic way ofmatrbinE 
v^ith the set of services he needs, the systi-m oO^n does not work very well. As 
families proceed from agency to agency, they are liable to be "captured by one 
whose' services app<>ar adtquate or jit least N-tter than no seiviee at all Tliere is no 
way to find out how much misdirt>rtion is r.'pr. s...^ted by r;ipture, but its 
is unquestionable. It is also indisputable that a parent's random and undirecti>d 
elTorts may Jvsu\^r^ a less th:.n optimal or roinpreheinive delivery of ^^^^^ 
services The defMcy can be dealt with, arid the cost of doing so is not pr^ihibitive, 
InChapU-r 3of F™Ro MEW we discuss a variety of polirntfial solutions, and conclude 
that one very promising -solution is to c^afe Ret-ional Direction Centers for sensori- 
oUy han(iicapped children. > 
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Effectively designed Regional Direction Centers would attempt to: 

• Develop a one-stop,,generaI information service to match the child's total needs 
with available services; y . . 

• Demand a multidiscipliniary eff'ort to balance and integrate the m^ny^peciali?^ 
services needed Jjy the chrtd; *• 

• Emphasize a dynamic, not static, orientation to account for changes in the 
" child's needs over timr, * . 

• Maintain comprehensive service information on each handicapped youth; 

• Foster client participation; ' 

• Foster the humane personal dimension to create comprehensive service pro- 
gram specific to each youth's particular needs; ' * 

• Serve aZ/hearing and vision handicapped youth in the local region bystimulatr 
ing an active outre^^/identification aryl follow-up program; 

• Concentrate on Uie practicality and feasibility of services and programs by 
^tressing ^ro^x:am service evaluation; / . 

• S^rve a& a ?ocal spokesman forbearing and vision handicapped person(S general- 
• ^-fy, and for Individual clients particularly; . \ . 

..• ' Opei-atfrinjdependently of theexisting service control and incentive systems; and 
. Coordinate programi^o satisfy existing federal requirements for service integra- 
tion, ■* 

■ To "the extent that the above design characterisijpS afe not implemented, one 
^hovld expert problems of tlie following variety: forexample. capture of the Regional 
Direction Center by tb^^iexisting bureaucracy, overeni;jhasis on certain services^or 
poor quality direction, ' ^ * . 

Direction Center personnel could provide outreach, diagnostic, planning, refer- 
ral, and follow-up services themselves or through consultants as a needed supple- 
ment to traditional service providers— e.g., the providers of medical, special educa- 
tion, vocational rehabilitation, and welfare services. This mode of operation would 
not circumvent or duplicate the present service system, but make it more effective. 

Many partial approximatuw^ito these design' characteristics already exist. We 
have identified fourteen promlsj^rifg partial models in the United States and eight in 
Europe. The European dir^cti^n services' we examined are much more developed 
than those in the United Statp^-^b^t because of severe contextual differences, rione 
of them can be adopted bodily in' this country. Rf sides, we iup aware of no model, 
either foreign or domestic, that is' Complete enough for such wholesale adoption. 
Several of the models embod>^ighly promising features, however in particular, 
certain aspects of th£ conr^rptual apprt9achviuhod\f'd in the propo-^ed New York State 
"Child yyivocacy Sysjtem,'* the technical innovation represented in MaryldfTid^s 
"bala system for the TIandlcapped,'* and several />Ls///iv/tona/fl,v**"c's of California's 
Regional Direction Centers for th»Mentally Retarded Judicious selection and com- 
bination of the better features of these and other examples would, in our opinion, 
do much Jto improve all services to handicapped children. 
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Att«dh»ent 5-D 
^ ARISE for January. 1978-33 



*^ln California, a parent can be 
his own child's 'case manager 



California is Ihc only state with a law that permits a 
parent to become "program coordinator,- or ca« 
manager ior hii own developmentally disabled chiM. 

Before a parwt may take'on this role, however, he 
cnui, first'underto training which include, a lOrweck 
•course ofTercd through the coitrmuruty-collegt ipicm 
and a year's apprenticeship wifh a practicing sfcmor 
counselor, who is his tutor. 

Th< Regional Center of Orange County is the nnt 
county to offer such training Elch training wavcxe- 
quirci at least 20 parent-participants and, according to 
Nancy Bradley, the center's manager of client ser- 
vicrt, there is no shortage of appficanls. The center 
originally planned to start one class in tach quartcf. 
but the demand may require that the classes b« formed 
more •ften. ^ , . ^ ' 

The fint group of parent managpn has completed 
its' community college training and members are now 
working under their counselor lutort. Among the 
things they are learning are reporting requirementr 
for slate and Federally aided program*. 
After their graduation, parent managers will be 



authoriitd to convcj^ meetings of professionals and 
other DD facility staff to discuss and make rerommen- 
dations regarding their children's programt. Their 
authority will be as wide as that granted case mana- 
gers who are iegular staff members. 

A good share of the managers-in lraining are parents 
of residents of state Jiospitals for the mentally re- 
tarded. How are hospital'officiaU reacting to the 
new approach? "Well, we have a lot more publie 
relatjons to do with the hospitals,** said Mrs. Brown^ 
There have been some hairy situations. But Mrs. 
Brown is confident the new idea will work well once 
all those cqncerned have become sensitized to it. 

The Regional Center of Orange County has some 
3,^900 "active" clients on its rolls who are develop- 
mentally disabled. "Active" mcapi'that the person 
requires some form of interventioii-hCljj--H.J<ast once 
every quarter. It provides diagnoses andcvaluations 
but r\p other direct services. Instead it links clients 
with existing services and rrftnilors the results. The 
center is growing at a rate of about 1 20 new referrals 
. every month. 



'J 



IS: 



" .182 



causiKM Btiitiuf* (itoiMMCffi* im 



iraiRMT Diawoscs tam*! to M,»« «« HISAILCO CuILMlt ftr.MTCtTI. 



•I*S»eSTlC MO.* niTU- mimUM MtCtrt 

toy , |«Tteii«l — Y — ' " 

. rllM.IT DI.O-OIII COBC _ TOT»t r.*^'.,.//"*"^ y^*^ ""^^^ 

^ — lifiiT^.n^^^-^"'"'. ' — i»i»«T iz.i«» iz.iM i^i ioo.» te».>^^ 

I^CCTIVC .n r.a.VITIC 000-1 M ITI lOO 101 1.1- i.f - i-i 

t.Ti ifficis or JCWTI rotionrttiTM e«« it* i" >" »•* 

■ TNCt - — - . Tl • . «' - •* • 

MlPt.ViS • 1«0-ZJ1 »• . •* 

CMOociW. »tfmiio«*L. MO ncT.totic. z«o-tTi 1*0 »' « 

•L00« MO StOOW-fOOWMO OMMI.; ZiO-ZII «• " »* •> •* 

MCOCOIIMI MCMtTTJC WOIX . i " l • ■ 

•THC/..... ^ . >T *' . " " . 

«»TM • 110-111. 11/ZtO 1.5Z1 1.T«1 Tl.f 71.* 71,7 

- rsTCMoiis Mloci^Tio irtTo oiict ,., ««, .1 la .1 .1 .1 

■fuMSfS >«0 »1 »1 *0 .1 .1 .« 

• M«TH DlSOtbCOJ. "1 J« 101 117 1.1 I .» « l-J 

-Hoec«m «*i«L itT.ao.iio. iii i.oi« i-ozj i.oiJ i.i 

-r-orouM «*Tic ■ll.to.fio.x ii« > «' , »* 

*««JFfCIFirO Kl-TW. ICT.KO.ftO Ill . II. 101 1.71J «.010 *1.1 O.? «l.t 

OT»Ct — «7 17 .1 ^ .0 

NCavoo^ iTTTi* MO iimt o*SMi. ...... izo-iti i-zit i-m i.mi ii.J . ii.« i«.« 

i«7C irricT^ Of i»tr.t^Miit ••Mits " . . „ ii ' i .1 .1 

- i ^ '-^ -■; 

-t•;r.^fT"••'^.:r?r^:."':::":::::::::: '-^ 

««. ri«v«i V Of M.I »" " »» « •* 

ofMf> oiM.ji* Of omv ,^ ^ 

•0 irT«"»;:v.:".:-.v.r.:::: i" «f , • 

--- »• 

CI*CM.«T0«T JTITI-.. m-«51 IIT SO «T .1 , .1 .• 

«rtC*0»NItrT.t : TlC-TJl Zll 11 I5< I-O '-J 

r^:""^!':?-""!'.'.:'.".'.*.'.-".:'.*'.'.*.'.'. "« « " •« 

CDHlciTH M0«.tlt|. T«-T„ S10 ZM IM Z .» Z^ 1.* 

MR.OWI ITITC 7«J «I 10 11 *J •« 

coMicNiT.L LIU or nf »c; " " 

COMtlNlIaL •NONaLiri Of •«f««T T« IT «1 II 

i7«t' C0N6II-IT«L MOP»«.iri or i« h * ' ,1 .J .t 

.T:??.*!!".!'".t^.!'.!T.::".'.:::'.'.v.v.'. --- ^ i" .1 - i"i .• •? 

*<cioiiiT«..p ««-'" i« >" '< , ^ 

oT-c. - . " ' ^' •' ^* 

: ■ " : : ^' " t ' " 



>rom: Social Security Disabiaity Applit:ant Statistics /1'970 '"^"^ 
eMTLOM00[r OISABILITY *LLOMANCCS » • 1970 j . 



tXbu b2.'Leaoino primary diagnoses by sex 



fRiHART DIAGNOSIS 



INTCR- 
NATIONAL 

coot 



PCR- 

ccnt peA» 
ccnt 



TOTAL 


' 315 


11 1803 


«I8.1 


48.1 


312 


2*a7e 


6.5 


5&.S 


295 . 


i>%e7 


e.o 


e2.e 


311 


l-«4ll 


5.7 


£8.3 


3«3 


1*313 > 


5.3 


73. e 


. 313 ^ 


ltJ)7S 




78.0 


3«5 


5%3 




80.2 


3H " 


4C9 


1.7 


81.9 


,309 


395 


l.S 


83.5 


310 


319 


1.3 


84. • 










, HALC \ 


: lis 


5*793 


«7.7 


47.7 ' 


312 / 


1*023 


8^ 


5&.1 


' 295 


78& 


£.5 


&2.& , 


. 3»l3 


£93 


5.7 


£8.3 


311 


S37 


5.2 


73.5 


313 


S40 


4.4 


77.9 


3«5 


24 e 


2.0 


71.9 " 


309 


2CS 


1.7 


81. & 


314 


205 


1.7 


83.3 


310 


15« 


1.3 


84. e 


FCHikLC 


315 


e*£io 


HS.5 ' 


' 48.5 




1*053 


8.5 


57.0 


iii 


7 7* 


£.2 


£3.2 


295 


gsi 


5.5 


&B.7 


3«3 


£20 


5.0 


73-7 


313 


S3& 


«.3 


78.0 




297 


2.4 


80.4 • 


Zl% 


, 20* 


l.€ 


82.0 


309 . 


1S7 


1.5 


83.5 


. 31C 


I£5 


1.3 


84.8 



UMSPCCirie« HCnTAL ReTAROATTON...i... 

HOOCRATt MCnTAL RCTAROATION 

SCHI20l*HRCNIA V 

HILO MENTAL RCTAMATIOH. 

cetEBRju, SPASTIC Infantile paraltsis. 



^SEVERE HtNTAL RETARDATION 

'epilepst .-t.. 

pROrOUMD hental retarc*.tion.... 

HENTAL DISOmERS..*... ••••••••• 

»OROERL;nE NENT/IL REVf^DATION.. 



UNSPECIFIED MENTAL RCT«ROATION 

MODERATE MENTAL RETAROATtOk 

SCHIZOPHRENIA 

CEREBRAL SPASTIC INFANTILE PARALTSIS. 
MILD MENTAL RETARDATION 



SEVERE nENTAL RETARDATION 

EPILEPSY 

MENTAL OISOROERS 

PROFOUND MENTAL jJE T AR 0 AT ION . . . 
BORDERLINE MENTAL RETARDATION. 
1 



UHSPCCIFIEO MENTAL RETARCATTCN 

MODERATE MFNTAL RCTARO AT ION .. ^ ....... . 

MILB MENTAL RETARDATION 

SCHIZOPHRENIA. 

CEREBRAL SPASTIC JH^ANTILE PARALYSIS. 



SEVERE MENTAL RETARDATION 

(plLEPSr • itf. 

PROrOUND NEKTAL RETAlToiTlON. .. 

KEirtAL OISOROERS ?^ 

BOROCrVINE CENTAL RETARDATION. 



* Refers tp persons botw(|J;n 18. and 65 who have boon di cabled sine 
childhood and who are found eligible bccfluse'of s^uch disab>yt*5r 
after retir^i«nt* death/ or disability of supporting parent.'' 



Mr. Rogers. Thank*you, Dr: ^ogrgs. We appreciate the help you. 
have always giveiPtb this cojnmittee. We will l)e in touch with you 
as we proceed to g§t additional advice from you. ■ ' ^ 

NoV, we do haTe a li^rge number of . witnesses this a'fternoon. We 
hope we ,ca/i hejir them all. It \N-ould be helpful if you could file your 
statement 'and simply ^^ve points that have not l>eeu covered or 
liiplili.jrlit tKo.se points in^ybur statement in as brief a period of time 
as i.s possible. ■ , . 

The next Avitness will be a coalition of advcK'acy groups, Mr. Marion 
P. Smith. who is chairman of the Governmental Affairs ConimiUee, 
the Nati(5nal Association for Retarded Citizens; Dr. Elsie Helsel who 
i^ chairperson of Hjovernmental Activities Committee of the United 
Cttrebral Palsy Associations, Inc.; Ms. Mary 'Vkerley, past pivsidjyit 
or the Nationar Association for Autistic Children; and ^^r. Ta^o FTan- 
nery who is a volunteer for t lie Epilepsy Fomidation of America and 
is a volunteer from Flcfeida and from West Palm 13 each. 

I am particularly pleased fo have nuiny present from my -own\. 
area. We welcome all of you to the gommittei*. Your statcyiients will* 
Ix^ made part of the hecord in full. You may proceed. Thank you for 
bein^ here. • . . . * 

STATEMENTS OF JIARION P. SMITH. CHAIRMAN,' GOVERNMENTAL^ 
' AFFAIRS COMMITlEE, NA'TIONAL ASSOCIAJION FOR RETARDED 
CITIES; ELSIE D. HELSEL, 5}i. P., CHAIRBERSON, .GOVERN- 
MENTAL ACTIVITIES COMMITTEE, TJNITElJ^EREBRAL PALSY > 
ASSOCIATIONS; INC.; MARY S. iAKERLEY, PAST PRESIDENT, 
NATIONAL ASSOCIATION FOR AUTISTIC CHILDREN;' .IJX) 
FLANNERY, ON BEHALF OF EPILEPSY FOUNDATIOSy <)F 
AMERICA ; ^ 

^Fr. Smith. T^liank yo^uMr. Chainnan. '. J 

My name is ^^arion Smith. I am from (^lenrw;itei', Florida. 

Mr. RodFrRS. Another ^ood Floridi;i,n. We welcome yon heivj;-^ . 

Mr. Smith. I would like to say to the ronmiit'tee— to be'erouomi- 
ral of time I will summarize the key points in my prepared testimony^ 
I would like to point out to tlu» ronuuittee tlnit niy wife and I- are 
" parents of a severs^ly retarded (^hild who is'residinir in an institution 
ifor laelv of adequate fiu'Ilit i(^ in our conununily'. ^ , , 

I speak to yon today rejjresenttn^r ' th(» ^National . Association foV 
Retarded Cifizens. I have luid the li()noiM)i| ser\*inir fhat or<raiiizatif>n 
as its national president and for the fiast .4 y(»ars I have served on the 
State of Florida Developmental Disabilities Conneil and just re- 
rently ebm'p'h^ed a term on the na1 ional council. 

I heUeve you are familiar with X.>]U\ We have 1,000 native units 
who speak quite loudly to expivss the ucmmIs of those whon'i we at- 
tempt, to represent. Our '^OO.OOO ftieinbers attempt to represent the 
coiwitry's million retarded citizens. ' . . \ 

Wejiave been vitally involverl with t.h(* D(»vel()pnieutal Disabilities 
Art since its inception in H)70. We want to thank ^'ou. Mr. Chairmay, 
''and the other meml)ers of the conunitlee for'yout' supp'ort' and f*on- 
tinuenrinterest. * 



Ijet rne snramitrizp four key ppmts ^roni my prepared , f ostimont. 
Tliese ^vi^^deilL^vitU the definition of developmontnl disnbilitie^^, tW:^ 
State plans themselves, the role of tfie- Stivte comirils. and the. fJrrt- 
tection andaU\'Ocary sv-steni. . . V ^ 1 . ^ > • 

We,: of (•6iirse,-view'^the DD Ao^f^us a r'nirial i)ro<rram. for j: he de- 
livery of services to a portipn'of our ])r)|)ulat.ion u'Uich i> at ^rreatest 
risk. 'My first point deals ^vith an ^sue'lfiat you are faciu<r today, the 
detihitioi) of developmental disahHit ies. A> A'as pointed out. even the 
■^fask force could not fully a^rree. - ' 

'Mr. Chairnian, the NARC hoaixl oT direr-tors ha? fornially endorsed 
the'min^^Oty' vei-sifin of ABT.^ask' fwrce recomniendations for.fhree 
bftf^ic i^easons. . / . j . 

" First. \v(v feel it'retft'ins the 'foundation, of the act and drives co*n- 
' ti;xnity and valual^le direction to service' ])n)videi-s anr? wit h i^C'ference 
',t.o4h> ori<rinal. four conrli.tion^!. 'the i)uhlic'an(\ consumers h\ general 
ha^^e a helt^r undei*stTvndin£r of \vl)() .-hoiild '(V^'i^i^'^' ^^^^ services. 

■ Dur second reasr>;i for'favorin<r the. niinoritT .^9el)ort. and I read 
f ron^ niy pre] )a red test imofr^;:. */ 

' ^— is .thdr portion the ipinofity^Vorsioii wlii^li sr.Ti^es tluit oMipr conditipns . 
KN'OiiW i>OvpTj|i:iM(» l»tVuus(i >^U)^f<^r)nclitions- rx*>TUr««ii iniiiJurnuMU of jfon- 

ernV*^nt^llp^^ilMl f>nj(ii(unirj;><if 'nnnntive b5liavi()r :uul rfuniro troatin^iit and 

• sorvitPs similar to Those riTfliiinHl fnr such ncrs(;iis.^ - * , 

, ^Tlie m/mflat(;<>f tT^' ;n-t.-is .([uite hniad^hm the resources nre totally 
V. injider|ua.t^» to »yf*^the n(»e.^.l-;;ot' all i^vistiuir eli^Lnhle indi\Mdnnls. 

"We AVonld siCj^p^H, tlic;act servi!i<r)^^'l,\litioTi;il >everely. disahled 

■ ])ersc')ns so^lon^^ ;is.th^>se servlire^are* sfliiilar t.i) those reVjuii-vd Uy the 
exi>lini!' (-Jirf (»^()rie<. J'o .rerjtiiil^lu*' proirrani to lieirin i>hnui.in;r 
.and ditfei'ent iservi/^s.f'nr n. Inrirer irronp of h:indi( Mi)j)ed indivHlnals 
would ier)])ar(iize the'fwn(lin;r h:isc oif t-liost* n(uv s('rv('{l. ■ \ ^ 

^ ''niird. w^ acknvnvle/l^e 1he;fact that nuMUjiHv, reUinled individuals, 
siniplv hec.uuse theAi^'iiiv lar<re4p|^ortir)n o{ the' ])r)pu1atiou, do con- 
, stitute ahouf .one'half. of the PD populatioji. I f fmidin^r j-^' npt in- 
ciTa?w?in a manner ,conunensurat(^ with aiiy puoi<^'te'd iiKTreirst^iij. th^; 
I seo])e r)f-tlte proojfam. our.cfMistituents woijld lose out on exist in^r 
" .=ie7-vi^es. .. #-* '.' ' / ' • * . 

^ Let me poiiirout that wlu^n tlu^'Sf ate: formula <ri-ant pi-oirramv ^iiow- 
>S4rreut.ly' funded at ■)mllit)n. /was %)r.i?/inally, euMcted in lf>70.<jt 
was ex])ecte(?l that 'tlye fornj^hv irnint prt)i:raui would ][>e four' times 
^!that amount in onK* 5? years.'. . ' ■ 

Ohviously. this has not hapjuMied. Given tlie^e facts, we helieve that 
the target ^rroup*nyust he ke])t the same or tady vei-y' nKuli'nitcly ^eX;^ 
: ])anded to. f^(y*relvlnuidicap])Ctl indi viduujs Avho hav(* similar STrvice' 
bleeds thriff^ now def^^ ijUh^ J ■ ^ . . ."^ 

'My second major ])mit4'*>f AK(-' st.roniJy ^tK[h'svs the revisions^ in 
H.Ti.' llTni c()m'e.ruin£r4iie5^ite l)lau reflef^ to 

von thf S(|ueat<inir yvJiSfctj^t fronr our l/!^<') local unhs. As T)if. 
Bo<:^irs ])ointed out. thOfie^^fmir ])ri/)rit v .arf*as identified in the plan 
do indeed iT^lecl fi'om \]u'- Ln*as^y^)ls. nia jor filleis , ur^rently 

' nee<U'd: They are (1) indi vifTuali/.M flieilt niann^rempnt;.«»(-2) infant 
development^ (:^>V ii^lternati ve c(kuunui)ity 'livinfr-^y rrai]»?eirients with 
the nece^^san'qivility snpP<^^*< services, and ( ly adult iipnvo<^ati;onal 
social dev(jlopment. ,^ < \ o ' \ > " 
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We support the State planning effort whieh maximizes utilization 
of Federal resources from the .variety of ongoing? available resources, 
such as maternal and- child health, crippled children, medical assist- 
ance, and other needed State programs. 

It is my observation at the National and State level that 
umbrella is one of the f«,w means to bring together VL^rm\Mic look as 
jx) How alP\of the^resources can meet the needs. DD funds constitute 
"only 1 percent of available^ funds serving mentally retarded people. 
The lady from Wisconsin th*is morning pointed out one-hj^lf of 1 per- 
cent is the figure in her staff. , - . 

My third point is that we have seen controversy, frankly,, in some 
States over the role of the State administering agency and th^t of the 
State, council. Sometimes we vo)unteers get noisy but I think that is 
our job! We see three important roles for the State council : Super- 
vising de'Velopment of the plan, approval of the State plan prior to 
submittal, t(^ Washington and setting the funding priorities within 
the State plap. 

. W^ observe that these thre^ provisions are covered in section 137 
of the bill. We would resp^fctfuUy suggest that specific explanatory 
language, be included in your- House report clearly explaining the 
State council and State agenby roles. This would help avoid some 
briir patches we have gotten into in the past. 

My fourth point: We think that the most exciting new venture in 
support. of pA:^ns with developmental disabilities has been the im- 
plementation of the protection and advocacy system. We bring to 
yojur attention, hov^Ver, the fuliding limitations that limit develop- 
ment of these protective mechaiiisms for these vulnerable people." 

The $3 million authorization level in the 1974 act helped get us 
started.^Now, they are in place, they desperately need more funds to 
operaterMore than 40 perceht of the States now receive the currei* 
minimum allocation, $20,000^One cannot e\^n buy an 'experience! 
attorney for $20,000; let alone operate AP and A system. I 

Therefore, NARG strongly supports the recommended $50,00<| 
minimum allocation. ... L/^ 

Those are our key points which we would highlight, Mr. Chairman. 
^ We wish to reiterate our con^inuecLsupport for the DD program and 
for H.R. 117^>i>We pledge you oifr support in attempting to expedite 
its passage. 

"Testimony resumes on p. 106.] ^ - i 

Mr. Smithes prepared statement follows:] , [ 

. ; , '. - i 
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'^t.r Di..biUti.. 0««cll>e.-ju.t recnVly- -^-n^^-d . three, 
' y^ t«» o„ th. Hati<«,l ^dvi.«ry council on D.velo^nt.1 Di.- ' 
^iXiti...: .A. ,0.0-, th. i. th, n^tcal v„Iu«tanr or,«.- 

Uatio. Whidh ;.p...«,t...ou. country, -ix l^U- ^-'^^^ 
,*^..o... pur organiiation ha^ee. conce^^ed with th. ..v.iop- ' 
^tai Wiiiti.. pro?- »i"=e inceptioV i. >970.^ and X -Uh 

t.X..thV. opport^u^Xy.to tha:^>o., Mr. Chai^ and^th, oth.r^ 
Of thi;*coJft^,; tor^your continued .upport ^d i.t.r.at 
ovr the year, for thi.-. vital program. _ , . : 

Ifi. i.port-.t-'to.tafi«\ttcn:>he outset that toRC view, the ^ 

0.0. Act a. a =ru=ialW«^V° t^^e 

.ervice. to that .e,«e„t g, our ^pu^atio.^that i. .t .gr.ate.t ri... , 

we undere'tand the int^t of the Act. the target population be 
..rved i. th.t portion of .ert^i. identified di.abii.ty groups .hoare 
the -o.t severely handicapped. Por ilf^^nce. although it i. co»- . • 
^n., ac^owleaged thit , here are .ix million mentally retar^d ^ , 

citTTen. in the United, State., we fui^Iy reaii.. that only about . 
^ ' one »yiion Mentally ret^deVr.on. Vaiify under the D. D. Act. 
' ^o.e o'n, .iiiion per.on.."n>..e up the ^derate, severe and profound _ 



•ti.; ..*^'y?» con..id« ■«t«n.l!on-o£.. the' D.k Mt^i«:'*« ' 

:d,;fl;'itlokf .p.v.lop-.nUl 1*1.*^^ ^ ^ ' 

b.U .bout eXAsaiag t^' d«if inltlop Md. M ycju tooa^« *BT Ta.k 
Foie'hM. co-pl.t.d it.;^^^^ -utanitted. th.ir rec- 

^:oiii.tion.. -,Ever- th.,•r-,^ "i"^""^*' " 

•Ap?h,-th« «jorit^ Md «ii»orlt^ recomoend »K>^bpri.t» 6ri-. . 

/ , . A£t^r,«ureful ■cpn.ideration...t*e,^ of pirector.^ the 
."natlifaal »..ocUtion for Retarded citixen. formally eT>dor.ed the 

"minority V.r.ion of th. »BT Ta.k Force .recomnendation.. There are 

three ba.ic rea.o7^for, «co™e„dlng;,the minority version. Fir.t,' 
/ the ol^prity ve.r.^ retaii,- thV foundation from Which the Act , 
; wa. ori'inally d^velpped by .i>ecificaUy mentioning niental^retard.-. 
ti6n», c.r.br-1 palay, epiLP-V aid auti™ in ^ definition. Thi^ 

■will give 'the'»ct cTontinuity and p1|vide valuable dir.<:tion to ^ 
' .ervice provider.. State agencU, and other, involved in J^U- 
> ^tihg the-Xct. Without ; reference to th; original 'four.D.D. ^ 
^^ondition., crtainly the public and con.umers in general will not 
'r. >und.r.ta,d Who .hould qualify f?r ^. .ervice. if ^ ^'S^' ■ ■ 

' ;h". majority ver.ion the D.B.. definition. ^ , , ^ _ , 

' second, ^d »o.t in^tt«.tly, l'. thai portion of the'minosit, 

. veraion Which .tate. thaV jther condition, would be Vugibl,rb^- 
cau.« .uch condition, ne.ult in/.imllar impaiiTn^nt of fl*r.er»l 



^i„t^l.ciiual 'Wttoi«g;oy adaptive ;^ 

' *.iai.t, -ot i^ tif.^:. Act _i;,quit.- broad, buf the .e.curce.- within^ ^ 
■ 'tfi »ct tetany ka^equ^te to »eet $h. n^d. of the. exi.ti^ ^ 
^t^l-isibi; Wvidual.'.^^ m«C^ fuHi* sup^rts ;t?>e y.D. Act^^servir,, ' ' 

'.«i't>o„al''.evereli dit^^led per.on. .o,£ong a. the «E:i£e« re- 
•^ir,d by person, are ^l-ilar tJ^cae re<^irea by^the exi.t-^ 

• -in, fc.D. citegprie.. require the D.D. program to b^^ pLnni^g 

' 'an^d 4.tab'liihJ^g n^^and 4itf erent .o^ice. to a new gS^ of handi- 
'"cW-d-Wvidual. would jeopardize already fnidequate s ervices 
; «,a create i«io..lble\o fulfill promises to the newly eligible ^ 

' Thirdly, we «,ust" acla>oi\edge the. fa,^ that mentally retarded 

individuals cons'ti^ute n^r. than^ne half <if the d«,elop»entally 
V- dUtolad population. If the eligibility group is expanded to the 
.^c^an, it'would^be by ad<M>ting ^he n.ajori« report, and if funding , 
■fp. the'-t..D. program-did r^t.?apid.ly and%ignificantly increase. 
hi„y Utally «.tarded'.pt*ons wquld lose out ori existing 
•e^vices. It^i. important to realize' that the State Formula Grant- 
i.:currentl3(, funded at $30 million, vmen this committee cfriginally 
enacted th'« D.d; ^Act in 1970., it expected the formula grant to be 
. fur,aed, ;t Ul20'mi.^ion in .1^73^ It is clear that this Act. a, im- 
■portant a.-ft-ha.-Ucome for cc^prel^ensive State Panning and some 



Halted- service gap filling, i» probably never going to jfc a major 
servicH delivery* mecOianiam. . Given the^e fal^a^ we strongly believe 
the targ€kt group . inuat be* ke^t the sane or very moderately expanded 
to severely haiidiqaj^d individuals whohave^^ ne#ds. 
as the aeitaUy retarded and the othe/"exi8ting develo^ntal disr 

abilitiesi. ' " ' * tfc v 

KARC ttrtmgly endorses the revisions in the State plan provi- 
sions contained in H.R. 11764. We ^re particularly pissed, to see 
, D.D,' planning;, and services more sharply focjiaed on four ma^or areas. 
Individualiitea client management, infant dA^lopment, alternative 
coimminity Living arrangements and adult n9|4ocational social de- . 
velo^ianent are indeed the most cr|f:ically listed services, of the 
"-developoentally disabled ppp^lation. The/Jl^ioo local uni't^ of tj>e . . 
^ Assoiiatioir f or^etarded Citizens ^uld»c^rtainly agree that these 
"four ,fiervices constitute a^major'gap VWxl^ing services and need . 
^i^e expanded immediately fo mentally retarded persons to 

cor\nue to lead meaningful lives in th^r communities. NARC also 
suppoifts the retention of the planning yfocj:' at the State level . 
to max^-mize the 'Utilization of Federal resources from such services 
as, maternal and, child* h^aith, crippled childr^.' medical asliistance 
and other Pederal/Stat^ programs.. Since the d'.\. fund, constitute 
onLy about 1% of the ficpenditureS at the State le^^for mental 
' retaraation and D.fi.. servides. it is vital «^at all other/vail^le 
programs and funds fc^ fuXly knov^n, understood and utili^d. We 
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„a=r.e S.=tion 133(^B) (iii) ^ich hold.^t.te. h,r»le» « . ^ 
p„t.=t t^eir pr.viou. ««.e„diture. for planning purpose.. Th.. . 
U „■ i^rt«.t provision « *llaW S.a.e.«ho have inve.te. -ub- . 

' <^ . .uppor. the e.calating authorization level, through fiscal 

.98r eorWate Kor^Ia Grant. Increased appreciations 
• in t.i. pr^-i wi>aUow us to n^e a «a3or dent in ,o»e of the 
^.^t-.e';,ic. ar*a.-. Of -na^or importance is^the raising of 
^i»u. allocation for the State Crant progra. fro» .ISO.OOO 
• ^5«0.000. rhirte^Stat':^ (aPpr,xi«ate<^2S., areatthe »in.-.^^ 
^.Uocation- Operating the .p .n. program at the cur ri^t Wl ■ 

' expensive- services. «e contend .ou for. increasing the »ini»» 
- allocati-^ so" that the s^n^Uer. lea, "populous State, are h.tter , 
' ^1. to futfiU their .re.ponsibilitie. under the D.D. Act. 

. „„C endorse^, the revision in the State Planning Council .ec- 

■ .ion (Sectio; 137,. We agr«e with the revised co.po.ition of the 
. con.un.er representation on the State council, and suggest a n,.nor 
^i.ication to alio- one of the repre.entative. of mentally 
. ^p^i^ed develop^entally disabled to he a relative or guardian of 

„ ^..itutionarizea person with a developmental di.ahilit.. This 

' , , sim-ilar provision in the comf^.ition of.^the 

< would confqrm to a similar fiu 
< »a.ional A.visorv Council o. nevelo.ental nisabilitie. (Section 103) 

on. of the n..t controversial areas in the Past implementation ■ 
o. the Act ha. been the roles of the State Ad».ini.tering Agency and 
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thm BtMtm l^anniiig Oooneil In .th« dav^lopMnt of the D.D. State 

.Plan. . ARC enviaiona thraa iaportant jrolea for the State Coimcii 

^ ■ • • . ih 

to aiao^M in the plan davelo p ae n tt 

1) Saperviaiag the developnent of the Plan, regardleaa %^o 

actually preparea t}>* Plan; 

^ 2) Approval of the coaiplete #1^ prior to aiibmittal to HEW; and . 

^) Setting the funding prioritise [within the State Plan, with 

aubeeqt/ent laplesfiBn^ti^ of BM^h prioritier by th« inple- 

\:\ ^ 

Banting agency. ^ \, / ^ 
We believe theae thr6e proviaiona are adequatel^f^vered in 
Section 137 but auggeat that specific explanatory language be in- 

. eluded in the Bouse Report clearly explaining the State Coxmcil 
and State Agency roles, especially in the priority setting process. 

^ The most ex^itin^ new venture in the D.D. fieldSis the recent 

ijoplementation of the D.O. Protection aqd Advocacy Systems €hrough-6 
out the country. This>«ysteni, \*en fully implemented, will provide 
full protection for ouff developmen tally disabfed population, vrhich 
is obv4.ously one, if not the most, vulnerable segment of our socieY;^. 
We comnend this Committee " for establishing these systems in the 19"^ 
D.D. 'Amendments r The authorization levels in thie 1974 Act were very 
low ($3 million) on the basis that the systems would be planned and 
developed "during that time. Now t^t the systems are in place, they 
desperately need more funds to operate. The NARC strongly supports 
the increased authorization levels in the P and A system and would „ 
urge the Connittee to consider a further increase in such auth^ization 
0 -i 
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li V.I.. in .ddition. lncr.a.. in ^.i P an* » allocation 

■ Vital, -or, th«. 4« of State. «,w receive ti.e current .Oni- 
«..lXoction (520.000). Thia.u-can-t even buy an experienced 

■ .ttomay. I-t alon. operate a P and » .y.ten.. Our organization i, 

pl.a..d'.to «PPort yo\,r reco«ended 550.000 minima, allocation. 

Thi. will greatly aid the P and » .y.tem. getting off f a good. . 

t 

•olid atart. 

ARC mipporf the retention of the provision, conce'ming the 
iighf of the ieveloi-entally disabled, habilitation pl'an. and the 
. ..^loy»«.; Of h«,dicapped individual.. The.e Section, reflect cur- . 
"rent tr«.d. and practice, and will continue to aa.i.t the develop^ 
^tally di..ble-d population to obtain^propriate needed .ervice.. , 
«KC al.o,.upport. the revi.ed .ection. on purpo.e. and the National 
»avi.or^ council-on Developmental Di.abilitie.. We are particularly 
• .upportive .oi <he new provi.ion mandating the development of a . 
national pU. for-meeting the identified and un.e. need, of deve;, 
opm.nt.lly di.abled per.on.. .^e role of the K.cWin developing 
^ .uch a plan i. mo.t appropriati and -commendable. — ^ 

• ■ ^ke »o.t di.appOinting aspect of the implementation of the . 
' '1974 D.D. amendment, is HEw'-s failure to meet the timelines to de- 
velop . comprehensive evaluation system. We are aware that pro,res. 

.eing made toward the completion of thi. .y.tem. We concur .with 
th. revieed timetable, for full implementation by HBM and the State. 

* * of this system. ^ 

■ • «,RC al.o endor.e. «>e variou. revi.ion. in Part B of the. Act. 
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tbm university Affiliated Program*. The revised provisions should 
enhance the relationship between the UAP's and the basic D.D. pro- 
gram, as well 'as provide clearel direction for the^ continued opera- 
tion an<J expansion of the UAP's themselves. 

Last, but certainly not least, is NARC's continued support of 
,Part D, the' Special Projeets Grants. The restructuring/Of^this 
' Part will make the Special Projects' more directly supportive of 
the^S6ate Formufa Grant Program. Our organization is currently 
administering thfe Federal Programs Infc?rmation and Assistance Pro- 
ject, ayj.D. project of. national significteice iti copcert with the 
three othe? organizations^ represented' en this panei (Epilepsy Fou?ij 
dation of America, national Society for Autistic Children, and ^ 
dnited cerebral Palsy Association) testifying before you today. 
This project is typical of the important activities tjiat can ^d^ '; 
are being carried out to support D.D. councils and advocates Work- 
ing on behalf of our' developmental ly disabled cifizenry. This part 
should be continued as revised. I, 

In closing, Mr. Chairman, I Yi«t^to reiterate the National 
•'Association fer Retarded Citizens' ^sontinned. support^ for the D.D. 
program and particularly ' fbr your bill, H.R. 11764. If enacted, it 
will represent a major, forward step- in enhaincing the liveljjf our 
development&lly disabled citizens. The 300,000 NARC members oom- 
mend you and urge .you to expedite the passage of this legislation 
in-order tiiat the D.lf. prog^ram is extended in accordance with the 
timetable ot the congressional Budget Act. 

We thank you and members, of the cormnittee for four continued 
interest and support. , r 
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are most concerned with. 
Mr. SMrra. 'I5i;*nk you. 

Mr.RoGEBS.Dr.HelseL ^ - ^ 

STATEMEHT OF ELSIE D. HEIMX, Ph. D. ' 

. few other I vl^Vo^J I tm firecttog « ■ 

version that- voluntary proups were ^^^^^^ ^^J.f" °'^;ith a^^^ bit •. 
deal of effort and a great deal of^time and sometime witn a gouu ^ 

I think may be helpful to you^ .-r:,„ncentrato on the definition of the 
not knovt that I can »y T .m <'")f ' f '"^^J^" "^flS Vff"">- " 

side of the niajonty. 1 t^mk mat is " ^ , nrivilece of chairing 
much like the one that finally came out disparitv of opin- 
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pretty sinde mind. They differed in vrhat they thought vras polit- 
ically feasible. That is the important point that you need to carry 

^'w^t to point out something else, too. We' feg^ that vith that 
diJfiiiition we have defined a tmique poftlation that Has unique needs. 
.Now, in the Senate vereiori of the bill, this does not appear Itlooks 
as if there are no unique differences among disabled people, riease 
remember that the nature of the disability differs across the^con- 

* a^"my problems of trying fo implement programs for disabled _ 
individuals at the local level, where we have had an oppoi:tunity to 
look at the service systems and particularly the service systems that 
impact on the developmentally disabled population, we hnd that they 
have a lovely ivory tower bureaucracv but tlw bureaucrats did not 
talk to each olher until you get up fo the Cabinet level «f the^Ciov- 

'"cmment. - " , ■ t ■ 

Whep ydu have a population that has to draw op services from 
each of those agencies you are in trouble. This is wh^ the Develop- 
mental Disabilities Act lias ah- opportunity to have an impact on 
coodination of services. You can identify discrete populations. 

This developmentally disabled population does have need of maijy 
service systems and there aro p;-o5ler^i^, o.rt hare that uiiless you have 
something >like this— ftvtarget^d program and a State DD council- 
it is lust not going to come togetjipr. - • •• - . 

You do know that U^^PA's-nrational honr4- of directors did endo*e 
the ABT definition. "We had ojily one lady voting not in favor, bo, 
■ if, you are counting up the scqj^, it wiis heavily in favpr of tlie ma- 

wo^^^liice to ?ilso refocus'tJOtii: att#ntion on thp'p;irt of the defi- 
nition that savs that vou must ha^-^ snbstfintiul functional limitations, 
in thrfe or more of the followyig ;ireas of ni'n.ior life activity Ihis 
is tte thing that got picked up in the S^-nute versnn with onlj two 
of those areas impacted and jt just derimafes the/ihtent of the defi- 

"'a° final word aboW a functirfnaJ dpfii)itioB versus, a categorical ■ 
definition. As I trv to .teach sbidp^its. and thisMs part of my role at 
the university al«), and ^ve oMne to how yon edncahe the severely, 
and multiply involved individuals, the lalx>ls yon put <^n them do not 
help those^tudents one hit. , ^ v • u„f 

Mentally retarded, Cerebral j^alsied : 1 do not care what it is, what 
thev want to know is whal can that <;hild do and what can he- not do 
and what do I have to know in order to he ahle.to manage him r 
" Our "second major point concerns the planning and the service 
relationship problems with the Developmental Disabilities program. 
People-never .seem to quite accept the fact that-this is n-ally planning 
legislation and it is servfce legislation only insofar at w-e are hlUng 
paps. No Ihatter how ^iriany times yon say it, they think if -we add 
more people,that is more service and more money. , , ^ 

I agree it does cost a little more to plan for more groups but not 
a tremendously great amount. So, if you can keep the language so 
that that planning is a flexible planning— as yon suggested they^o 
differ- so that they do have the opportunity to do their own thing 
in theinown way, yet pick up the targeting idea on the maior service 
areas that have been identified and documented both by the private 
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-assocfi^tiansund a recent DHEW contract^study J think this will be 
a great improvement on the lerislation. ■ j:^- Up tar- 

Ohe of those areas on which we have asked that .™ing be tar 
eeS I woulTliW^-to say a little bit about,. ^d.that is the in4ivi<iua 
S management servic^. I would like to suggest ^om^jmr^^t 
lanJuaee for that. Inste^of client managemenC services,- ^hich 
Ss^a Uttle manipulative, I ^"gg^^^ thatjou^^bou^^^^^^^^ 
hating services rather, than ^nanagement services. Jndmdual clie^^ 
program coordination services which will do he sanlUhifig that yoo 
hfvf outUnedJn-T^ur.definition in your bill, P^vi J access^*^^ 
consumers; provide f6llow-on services and provide coordmation, but 
place a responsibitity level foivthat coordinfftion ^ ' r^ce 

Developmentally disabled individuals with their many service 

? needXve'many ca^ managers. So, it-ts not a case management sys-. 

/ fern you are looking for. Yo^u are looking for somebody who ca,j/pull 

rthose programstoget-herand.be responsible for them. ■ 

One little last remark on that point ; namely, someth ng thai seems 
to hJve b^n d£S mit of H.R 11764. UCPA would like to suggest 
SS-section\f(^.) y^ou put a new subsection J^^ich in essent^^^^ 
provide for an additional service category chosen by the btate cofuncii. 
Tf th^ufe Jan docSnt to the Secretary that the four primary 

/^TmstS'Slt's^^^^^ are already doing^ their thing and - 
doS^^^^^ 1^-ve thos'e four area^vered, a flexibility posture 
' in order to choose some area tha> they teel JS rmportant. ^ 
-. Sow' last, the role of the State council. Obvious y I have be^^^^ 
chairmaft of a council; they are very dejir^to my heart. I think 
do a very good Job. I 'have seen them take aHargce btate like umo 
aSd haJJsfme impact on a-ver>-, very well entrencl^d bureaucratic 

'^^Z^^^^'' d^P-^^"^ on personalities and people^who 
are ddemined that things work, but Tthink- there are lots of folks 
ule thatTu? in our.Nation. They do need more time m order (o show 
ho\Y to impact tHTtheir system, ;r.c;cf,'^,r ^n vnnr 

Particularly, I would like to compliment you on insisting in jour 
. bill 'ha? at 1 a'st one-sixth of that State PD Councl me^ership be 
Srsons with developmental disabi^lities or w.th a ^^J Z^o! 
developmental disability. I think that it is really ^j^^' fe^™P°^ 
tant at this tjjne in our historj- that we do have more \iiput from 
consumers. Thov have somethinff to tell us and we shouHmaW 

'''S^t^S:Z^lV^yo.r.rn.n^or that enthusiast^ ap^^^^^^^ 
.you received last Apxil, during your keynote speech before ^PLAs 
annual conference, when you stated that : 

extend the legislation by May 15 of neit year. 

ITCPA commends your sincerity and your keepin- bf this p ed^e. 
Our Nation's citizens with developmental disabilities are deeply in- 



debted to you. 
. Thank you. 
[Testimonv resumes on p. 206.] 
[Dr. Helsel's prepared statement follows : J 
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IMTBODUCTIOW 



, J u«i.«i ■ As • parent .of an.vxns«rv«d 
, «r. Ch.lr«n, -y n»>. 1. f'^* °- ^''"^lu^fpr with Dnlfd Cr.br.l 
..v.r.ly dl«bl«l «n, Robin, ^« ^T^jt^rye.r/^nd.^i curr.ntly ch.lr- . 

p.Sor.of UCPA-. «*!?["°^"Li^t.l ".STlti.. Pl«»ln» council «vl cur- 

»e V.'--- "^^^^ ^ ^ < 

iMnt at Ohio univ«r»ity. 

. ^rv multiply disabled by cerebral paley, mental 

-My «>n, Robin U . y^^i^.^^i^i^j ^ny person, to whom we refer as , 
retardation, and epilep.y- f^i^^ reaUrthaVl worked hard in 19o9 and 
d.velop«entally disabled «d^ i.^^^ Developmental Disabilities Act. 

1970 in «(Jvoc»tlng fo^ th«:«»t»>ii«n°"" 

<.n,,n. mc i» pleased enthusiastically to 
>V OnlMd cerebral P.l.y **'°=^»'^°";.,"bu"l.. »ct toendm«.ts of 1978." 
.\lor..-H,Il. XX764, the "^'^'^^^^'f i°il«"tioi^..d on reco»«ndstlon. of 
„. ere honor«J that you have P"f ^^'j'^* consortium C«nc.rM<nJrth The 
■ost of, the «3»ni«stions ."oclated with tn^ ^ ^ 

D.«loi»«tfally ..cST in June, ^977 the natlon.l pr.sl- 

months of deliberations in the P^^^*" ""^tles chairpersons, and govern- 
dents. ««=utiv« directors, 90V.^«n^ ^t^^ j„„ ^„ic^, the 

»„tel activities 'li'^"" °' "fJ^^^^^H^ Le National Spclety for *"ti»"= , 
^.tionaX *.«x!i»tion for ""^^"^ """"i^^^k tor extendln, the DD .leglsiatlortV 
Oildren l«t «.d e^eed on e conceptual \ , foUow-up meeting in 

Si. «s followed by e CCDD Washington J;*""' ^fj'lties volunteer and -J:aff , 

*pt*::Lr, 1977 of EFA-NABC-NSAC-0CPA^Overn««£al ^ ^^^^^^ ^ 

a ?iSllt«> etaff f ^.^"fs! 1978 sl^e then, ten national organi- 

'ralii::^^^""^"^"^^^^^ negotiation, have endorsed the pro^sal 

now known ^H.R. U764. 



now luiwwi* > 

■ *.h« true accomplishments of the BO 

This CCDD process the con^" °' P*"""" "'"^ '""T ' 

program - cooperation. By hlghl^f^^^ th^°"<^ ^„ encouriged close 

Si^blin, condition, ofi^i"'^' i^,:^tioS^ consumeL^par.nts, volunteers, 

ro^t".'..-::r|ceirvrder^^ 

Lro^'sThiT^ifc-;-""-™ - -"^ -"^ 

other thkn th^nltlon - ---^0"^^^^^^ — 
„,w OCPA can .ay, Mr. Chairman, that^s '^H'-^^ ^, ^^e October 20, 1977 

Washington office director >'»%«''tTf J^^^.^..^ legislative language which you ■ 
j:t:^t::rdy^^Ie:::^.'TcrA%tt::nr°w?!l concentrate on t.ree fundamental^ . 



areas: 



1) The Definition of Developmental Disability 
21 The Planning/Serviie Ralationahip 



- ' V 
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'i ■ - ' • • • • ^ . 

• . 3) Th« Itol. Of rtm 8t*t« DO 0>uncU ' ' » 
* • ^ , *• - 

M a director of wh*t «• no%f,jr*f«r to • "unlver.j-ty affiliated program, 
llJoAld llJw to My that I particularly •iulor.a Sfetioii>-of H.R. 11764 Ipagaa.ie- 
21 of .%h« WHT) which an-nda tha UAP prograA, The' iffSluaion of a national UAP ^ 
.iaaion,atatamant and tha fq^ir^t that all UAPa ma* nationally - prd&ulgit^ 
VitaiuUrds of axcallanca wUl ancouraga cloaar .arvica-training-raaearch lipkaga^ . 
throughout tha nation.. , " , 

* * THE DEyiWlTlOH OF DEVEI/)PMEW?AL dig^BUJTIES' • , 

^ Mr. Chairman, tX*A haa activ.ly a'l^poAed ti^a avoluti^ojj^^Ttf^davalopmental 
diaabUity- concaptl, which targat. attaptj.^n on tlfesa aavaraly diaabl^dperaona , 

• whoaa handicapping^fiflE^ition occura aarly Jn lifa. Wa hava long mainti#ijia4i^hat 
without a dallbar.tTSfrafracUfic aarvlca f^ua, thia popiilation goaa ui^vi*^^ 

ThT^SUlopo^ntally di«abl£^3B5il«tion ia charactf^Tiw^by f actori^ Jfelj^ 
onaat of disability, awrity, mj(€ipllttt¥-e*-*i*«lii^ condmonsj^and-haglact, 
JU a raaxilt of tha .arly onaat/factor , individuala thu^^iaabl^d h«?e aubatantial 
difficulty compensating for tiiair dia^Uitiae baoauaa tftenr^ck prior axpari-nca. 
Of nor»al growth and daUWa^^^'' Thaaa parsons s^quira a .tiltiplicity of conprs- 
hanaiva ssrvicss raqulrln* individual, family, -a* profaasional attention. This 
targat population haa historically baan naglaetad^by'axiating^^enaric aarvica 
Bvatama - thay traditionally raaida at home or in sagregatedrTnstitu,tiona and are 
too difficult to aarva In •P«=i"= goal-oriant^ , tine-limitad progr^s such as 
vocational Rahabilitati«:> Bacauaa of tha nature of tWei^ di»*i>ility, many parsona 
Xho arji davalofoantally diaabled hav^ axpa.riencad discrimination which diminishes 
their quality of lifa. 

UCPA ia proud that w« have baan in the forefront of advocating a functional 
orientation to tha problem of aavarity of handicap^ developmental diaabilities. 
in its 1969 and 1970 Congressional tastimony on DD UCPA et^phasi^ed the functional 
slmilaritlss batwaan mental retardation, cerebral pal8y,,and epilepsy. At tha ^ 
first ns£lQnal confsrence on developmental disabilities, held in Washington, D,C, 
in 1972, UCPA publicly dsclared, the need for s functional definition of davelop- 

• SMntal diaability. Thia^dvocacy poaition has been repeated at every Congressional 
hearing at which OCPA hat-had the ^caslon to tqstify since 1972.. 

' In its Octobar, 1977 executive conmlttee meeting, UCPA' a Natiof^al Board of 
Diractora andoraad, with one objection, tha definition of developmental diaability 
davalopad by Abt Associates: 

For purposes of the Developmental Disabilities Act. a develop- 
mental disability is a severs, chronic disability of a person 
which: 

1) is attributable to a mental or physical iirpairtnent 
or' combination of mental' and physical impair«fents> 

^ -2) is manifest before aga 22; 

3) is liksly to continua indefinitely} 
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• 4) r«tult« In^ st^atAntiA;. functlonAl liStltAtlons 

thr«« or WiT% of th« fillowlng AteM of Mjor lifi 
^tivitys 

A) Mlf-C^, ^ * V 

♦ ■ rACAptivA AJU4 AXprAMiVA lAfigUAgA, 

> c)^AArning, 



A) AAlf-dtTACtion, . 

* ^ ' f) cApAci^ for IndApAndAnt living, o 

g) Acooonle AAlf-iuf f iciAncyi And 

u S^rAflACtA the nAAd for a conbinAtion And ■equepcA of 

AplciAl, intArditciplinAry or gAneric cAre, trAAtaAnt 
* . or othA AArvicAA which ArA 

( . / - 

/ A) of lifAlong or AXtAndAd dutfction And / 

b) In^ividuAlly plAnnAd And coord in ■ ted 

ThiA dAflnition^riflActA th. beliAf thAt it ii thA Mverity of impAimiAnt 
and thA l&i tArm nAturA of thA'^'ai»»biUtV And coniAqumt naed^for multiplA AAr- 
Waa a«iAy for a lifAtiM, which ihould bA thA bAiii for the definition ,-rAthAr 
' than etiology of dUgno/tic cAtAgory. "Mental or phyeical itvairmAnt" iA intAndAd 
broadly And ie mAAnt to Include All nAurologicAl , eenaDry, biochABicAl, intAllAC- 
tUAl, cognitive And Aff Active iBipairmente . <> • ' 

'The definition that evolved from the Abt Tiik Force lepi^Ri^e the beet think- 
ing of individual! who hAve work Ad with thA dAveloproentally dieabled* over a long ^ 
period of tlBW end hopefully heve a rApoeiljory of knowledge end Axpertise equAl 
to thA,tA«k ^ff dAflnlng the populetion. The thrAA meetinge of the Taek Pc^ce were 
very productive end the definition repreienti the beet thinking of a aejorlty of 
the gra*p. .^t Ahoold be pointed out thet thAre waa no diAagrAAnent in the group 
concerning a functional dAflnition tuch aa the one vote^ by the mejority of thA 
group. The diwgreenent we'e a pollticAl onA b^eed on^wbat would be politicelly 
feaeiblA And AdmlnietrAtlvely poeelble At t'hla point in time. The mAjority of thA 
group f«lt thAt furthAr labeling ie diecriminatory and does not focue on thA func- . 
tionAl need! of develo'pmentAlly diAAbled individual!. 



THE PLAWNIWG^SERVICq BELATIOMSHIP 
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The originel DD Act recpgnited that the priority neede of the tergat popula- 
tion varlAd Aignificantly from etate to BtatA And attempted to give etatee mAXlmua 
flexibility to AddrAis its needi throogh a combination, of service, plying, end 
• evetemic advocacy ActivitlsA. In prActlce, fiw statee have schieved progreee tn 
et^iking a bAlAnce between these verious roles, and few etstes can document how 
they have impactAd Algnif icAntly on thA service eystem Vithin ^he etetA. 
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A MW Pnr^lopiitotAX Di»*bUitU. Ofricf (DOO) contract mlymlm of fifty- 
foui 197r8t2I!i2^. iJi*on-tr.U. that ^t*\.. h.v. b-n .bl. to oth« 
pro9r« f or iJi«diid ■•rvlc^.. ,Th« r.t«.<W non-DD fund. 9«n.r*ted bir DO 

tellara folXovar ' . o - ' 



C^t^ry * \, Mon DD.Doim rt A^c«««»d By DD'^ 

Xnatitutiooa l»»tor«' ' " «*.60 ' • 3' '^"^ . ^ 

* Pr.v«ntion of DD ' ^3-10 for i^rjf ^1 of OP fW. .p«nt 

S^rvic'^Ctoordin.^ . ' « 1^.50 fo^ ij^rkry U of. DO fimd. .p-nt 

"^omotlo^of tft«nd«d. $ 1.20 Ibr ;<ty*^V n of DD fund. »p«nt *^ 

boo coAcludoa that in *dditioii to th«V»quir«d Stat« matching for 
rv 1977, ov«r 92 mUlion or 6% aora 4ollw:« hmv )fw apant on DD. 

Th* DOO .t^dy idwtifi.d nwwwu. gap. in iervic, including i'nd i vidua! cliant 
nrogra-' coordination (caw .anagan-nt, follow-.long, and.cooWin.tionf , pra&hopl 
•S^aililt advcation and training, •agployawt, identification, and ra^idtatial aar- 
rtXr^Th* liljor proqra- gap. idantifiad in tha r.Y, 1978 -tata plana war. Aain- 
> Witaltlonall:^^ altr^mativaa, public awaraneaa, adult pro^rania, in- 



[■J^iw^/cOBBBunity altt^mativaa, public awaraneaa, adult proq(raai«, in- 
dS^TSuk habillStfon plan davalopn«»t, and provision and invroveioant of aarvicaa. 
Gwin^aa gapa, it ia intaraating to not. that over 50% of tha at. fa 
QOal. ?or d.ln.titutionali»atioh, pravantion and aarly intarvantion. quality of 
MTV^, coaaminity altamatlvaa, and coord inatiort/ayst«BS advocacy. 

♦ / H ». 11764 atta«pta to continua atata planning afforta while reeognirUg that 

on^Jln, flllU^ aarvica g.pk^>n outcome of planning, and that .i9nificant 
li«>.ct^ tha program ia »oat likaly^ aervice activities are focuaed on a llmitad 
ZS^r 7t natlSnHly-lK^tifiad priority araaa. In this regard, UCPA particularly 
. andoraaftt ' ' 

(1) Sai:tion ll(b)(4f(A)(i%t)» hold-h*n»lY« P*^ovi«ion 

to insure €fiat*ft^atata racaivea a loAr planning , 
alloca^icffi than uWt awarded for thia Tlacal year. 

(2) section ll(b)(2)(C)» targeting the filling of atata 

. ^r^iea gi>a rspacif ically on "individual client manage- 
mantf aarvicaa, " -infant developtoent »eryicaa,-/alter- 
n*eiva ccowunity living arrangement .ervicea, "^nd 
-nonvocationa; social-developmental aervice.."^ 

flCPA fully auppo^ta the definition, concept and priority 9iyen to "individual 
•clienfLnagJint aarvicaa, - however, in this era of aelf-actualixatlton -nd inda- 
^ndant living objactivea we prefer \o sea the manacfemant idea replaced by the 
coordinati9n concept. « . 

An individual client program coordination aarvitfe attempts to assure a oo»- 
prahanalva c<Jntlnu«r of aarvices by providing conauaei^s «ith -crfss ^« 
^rvica ay.t««s. The proceaa involvea the dual concepts of follow-along (providing 
^a continuing ralationahip witi. the client on a lifelong basis if -caajary 
for tha purpowTof aaauring that changing needa are recognized and appropriately 
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client'. indivldu^pro,r«a Pl»">"^^^^^\/,;^bodrto develop . .y.t«»ic 
p.r.d.1 ha. "verar^ca.. n-n.g.r.. _Wh.t h^.^^-^ individual .Ion,, 

«5vocatl*trwhT« nec.ary .Xization .nd prevnt unnec«..ary 

institutionalization, w« •hould look>i^ tiuiividual-<*;4^«n5J»=»MJ^ 
tha gatakaaper » - ^ • . \ 

In .tata .uthoiifation leval.. / . ' | 

taatly, thera wa. ona CCDD r.c«n«ndation dropped ^/^i^tlle!^Mmy\n 
.b^liet^a .iliuld ba ra.torad in order to grant .tate. a ^^^'^^^^^i^^'^o'ln- 
2ia .ervica *r.a. OCPA auggaat. that Section 11(b) of tha bill ^ a^^-d 
cluda a new .ub.e^tion (8) : ^ • ^ N . 

-trovida. for an .dditlonal aarvica ^'^tegory chosen by - ' 

lha*,.tata council i^ the .tata tan document the . - .« 
secretary that .arvica prioritia. in Section 11(b) ^ 
(2) (C) era fully net in that .tata." 

■ :9 a - ^ 

THE BOLE OF THE ^TRTE DP COUNCIL 1 . 

"■■'>,■■ . t 

of u. a..o=Ut.d With the'vol^tary ^'I'^i'^. ^^l:,Zot°:A^^^^^ 
'tates meaningful input by lar.nti and conguners. ^ . ■ . 

' ' Th. -.=h.nl.nv-of th. r«v.loE..ntal ft..bllltl.. n^^^^^^ . 

p?r.onnel =.n Interact productively "i^h staff from ather s ^ , 
^. developnentally dl.abled. The.e P-^1=J'^=^ H^tn, the hJIdlcapP^J and 
fronted ■ with rvreaentatlve. of ^°^"""^/^:"=t::„"av.s Sve learned to addr... 

;i^£irer::o:r:re?.rir:rd\o"^:rpr;: ate t.e i.p.«. or la^of i^ct, 

ihalr programs have on persons with disabilities. 

^ . . th^raoeu^ affect on the'relationship. among 

DO ci^cil activities have ^/^^^P*"^^,,t.ry a^.ncles were fre,c^.ently 
the voluntary agencies as well Prior federaf and state level.. " DO 

in competition a for attention acenctes and the client, they aerv* , 

ha. clarified the advantage to /°i^"^%^tninq forces in order to launch new" 
of coordinating efforts, and sometimes even joining rorc s 



programs. 



•so«e State DO Counclla are ^.uccessful "^^f/ ' Ta^/" r *'' 

allocation of generic re«ur=e. f-^^f '^.^ ^tu^fo «=oLa^n, .tat.*=. , 
d.llv.ry .y.te-a. Ml Stat. ^""^^ ' ''^^•i^J:,^te syst^ delivery. OCPA .tron^ly 
rn:orier"rp:rp^.id.rtrt: ~uncu"ri.^nllLIu.3 Ltllned In Secelo.n 1. of t.e 

a 



\ 
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, Th# DbO .tudy dcxna-nfd that n.arly 2/3 of th« »tat*€ cit* coof<!ii.«tion of - 
.«^lc.. .. a barrirt'^ to aarvice provi.ion. .The DDO contr^t .tudy ""^l»4«a ^ 
that-th. naad-Jkcontlni^ou.-aervicaa fo. par^^ns with ^^^^-J^T" ^ . ! I^ti^^!!^ 
♦Ithar do not «xi\t or^>ara Inadaquata due prtn^ilwilly to tHi Jack °f/"^"«9«ncy^^ 
cci^unKi.tion,- ^5vr 70% of StM» Council activities involved eervite ^=06^^^"^^ °n . 
ST i-Provemeit of tha eervice ^etem. It4e important to note that apprrfxinately 
^ of^thI>!li. for Stat. DD cSrtination ectiv^itie. were provided by other ,ource». 

»Laetl?/0CPA hae uJd«ri*-«r«ig^ific*nt internal changes ovy: the P"^ fei^ 
taara pradicat^l Upon a commitment to an.uring consumer involvement at every level ^ 
2^ W orgenirati^ The establishment of . Consumer ^t^vities Co«»ittee^f fed J* 
ht diwkbM personals stafldi^ig cownittrt of the nation^ biard of ^^*^*2:^, 
ittaita to ouTconnSB^t.- OCPA is thus very pleased to see Section 12 p^quifte 
that -it. least one-sSS" ^the State DD council membership", shall be persons with 
davalotmantal disi^^ilH^f ^^^^ * milder form of such disability. 



OCCLUSION 

Mr. Chairman, w. tiust you will r^alV enthusiastic applause you received 
Uat »prU, during your keynote apeech l)efaVe UCP^'s annual conference, when you 
atated that Z*"^ * * - ' 

..thSLbillVwill need nsnewal next year b^ May 15, and 
, ^ I want'Vo" to know that our '^granittee will address it- 
• ' self /to it7. we will meet^.tiM deadline. We vill ex- ^ 
tend the legislation by May ,,1? of next year." 

■ • ■ ^ 

0C3>A conanends your 



sincerity and your keeping of this pledge, 
citizto* with develppmen^ disAilitiss are deeply indebted to yo 



Our nation's 
Thank you- 
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Mr. Rogers. Thank you so much. Thank you for being here. That 
is a second call to the floor for a series of voters. It will take about 20 
minutes, I am afraid. I might say to witnesses wl^o are to cpme, if/- 
ypu could be looking-oror your statements so that you could have the 
highlights underlined to give us quickly. We want to get to everyonS^ 
this afternoon, but we have a whole page of witnesses still. ^ ■ 
^If you can do that for us, it will be helpful. The committee will' 
stand in recess for 20 minutes. . ^ ^ 

Brief recessfj * 

Mr. Carter [presiding]. The subcommittee will come to order. 

Ms. Akerley, • 

STATEMENT OF MARY S. AKERLEY 

Ms. Akerley. Mr. Carter, I am very happy *t^ be here. My name is 
MArv Akerley. I live in Maryla&i. J am a mother of a 12-year old^ 
w^'has autism. So, t have the jfe^pective of a consumer in ^peaking 
on developmental disabilities. * 

Jn addition, for the last 2 years, I have been a member of the 
'Mar>'land State Council on Developmental Disabilities, not as a con- ; 
sumer but as provider. I am the assistant executive director of a pri- 
^at-e, nonprofit agency serving handicapped people. We serve over 
30& people,^ll with varying kindR>)f-disabi]ities. 

So, when I hear that we must be verv* prense in the definition and 
spell out exactly who is-4r)cluded and who is not, IN^m not entirely 
sympathetic with that. I think we have a very good service^ program 
where we are able to inJtegrato people witli various kinds of disabili- 
'ties according to service needs ^^ndi know that works. 

I itm also an active meuibor of ffie Consortiimi Concerned with the 
Developmentally Disabled. Obviously, I am very liappy to enthu- 
siastically support voiir bill, to suppoH it as an individual and as a 
spokesperson for the National Society for Autisic Children. I, too, 
w^ill condense my remarks and I will from tijne to time respond to 
some of the things that have been said earlier, pfiHiciilarly remarks 
that werfe made this moaning. 

I believe I share tlie Chair's impatience witli tlie administration 
and their desire to defer any kind of substantive action on this legis- 
lation. Clearly, we need a developmental disalnlities program. You 
have heard that theme since yow started at 10 o clock this morning. 

I think we need some changes in it. It is not a perfect program. 
We who liave been working witli it as providers and as consumers at 
* State and national levels have l>een able to ]Mnpoint what sonie <rf the 
problems are. We have been able to. devise renewal legislation that 
addresses these problems. 

Then, to hear the administration sav, "We need to know what Jnust 
be done,'' and that is a direct quote, I wrote it down when the Com'- 
missioner said it, and in tlie next breatli siiy tliat, "The service needs 
are similar" makes one wonder wliat one is roiilly liearing. 

Obviouslv, nothing in tliis bill is going to liurt anyone. So, why do 
^we need to' be so fearful of tiglitening up the program and making 
' some substantive changes? . ^ 
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We were also asked this morning t6 address ourselves to S. 2600 
and I will be happy to do that. 

It is a beautiful bill. It looks like a ChristmasM^. However, I 
am'^f rarid therfe will not be enough power in the house to light all the 
lights on the tree. The levels of funding called for in the bill are 
exciting; the services called for, are exciting. One need^ only to look 
at the history of funding of the DD program to know that inspite 
of all that excitement, nothing is going ta happen. 

There is no way that once beypn^ JiJu^con.:ti^^ or the subcommit- 
tee's control that you can assure that Vvi^pf ^i^S^^^ I do not think 
a bill that calls tor a va^fly jextendec^^^^^S^ this whole 

smorgasbord of services is*J8e Svay'to tw|^^ of our people. 

Our p€(pple are thejilfrdest to serye^d the most expensive to 
serve. When the lyioney runp 'shbrt,\they lypi 1x5 the ones underserved.' 

The points that we make in^'ottr, prepared statepent are four, and 
I will highlight them. One is the defiitition. Jhe. second is the com- 
position of -State council. The third is the protection and advocacy 
system and the fourth is the issue of targeting. 

r Relative to tie definition, you Ynay have picked up that (he Autistic 
Si^i^B^yi* supporting the majority report. They have formally en- 

J^^airman, f was here 3 years apa Then I was the fiiturt^ presi- 
dent, of the Autistic Society. YoU chaired the hearing. We were talk- 
ing about the same issues. I think it was thd same room. The only 
difference*was at that tinie autism was not included. 

Aly memory is not so short that I cannot remember what it was like 
to be excluded from a system that could have helped my child and 
other children like him. I could not in conscitMice sit here today and 
support a definition that would do that to other children. I think it 
is very interesting that member!; of our board in voting last month 
on this definition made exactly the same point. 

You were kind enough 3 years ago to compliment mo about my 
testimony. \ think you probably rememl>ored some of the points I 
made because I ^m' told that you relorred to them in the markup 
session. I asked then, and I am goii>g to ask it again, how we can 
decide to serve a child with a certain set of needs l>ecause he has 
brain damage and turn our backs on his peer with the same needs 
because that child has spinal damage. 

Those kinds of decisions are unethical. They are based on the power, 
the political power, and the sophistication of the advocates. They 
are not based on equal right to care. So, I would suggest to the sub- . 
committee that they support the majority definition. 

I know the minority report says the listing of disabilities is simply 
to give examples. They are touchstones for us. Thev said that in 1^0,, 
and my kid did not get served until 1976. So, I really cannot go along 
with, "These are just examples.'' - ^ 

People do not read them, that way. They look and they say, "This 
is the prescription?' The m6fe firmly you include certain disabilities, 
the more firmly you exclude the ones that are not' mentioned. I think 
that is a real danger with the minority report. Philosophically, they 
are certainly very, very similar. 
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'; 1 was sensitive to the comments of tltt^ people who spoke on the 
miSy report and I would just like to say llmt^ if he Slate o^ 

Wisconsin hasyto)eview all its laws; th^.^^ ?vm be aLcted^^^^ 
with spina bififla^and osteogenesis imperfecta, will be attectea. Ana 
Wisconsin can l^view its la.w with a computer ; ^^..^inlv very 
■ • Relative to the compositicfn of the councils, we are certainly very 
pSd S see tSe evo^ion of our thinking - - reflected m th 
lecislation; One point that has not been addressed todiy«%at 1 teei 
is^ i^rmportanf is the composition of the national council 

The bilf of course, recommends an expansion of the ex omcio 
miJ^S'Ve think this is -.PO^ant It reflets the cha^^^^^^ 
sfection 504 is,making in agencies beyond HEW. ^etl^^^nk this will 
lower the barkers t6 service, not ]ust for the DD population, out lor 
aU tie handSpped. We will have those people workmg. with us m 

™'^:tu5l likerfaTtL s^bcoi^ittee's attention to a t h^ 
omission in the bill and it- is the Consortium s fault. I uill say that 
Tpublicld for the record. The provision that the secondary con^ 
sumere on the State councils, that is the parents or relatives include 
^ someone who i^lhe relative of an in«ti|«t.onalized ™ not in- 
cluded in the langu>ge on State, councils andJj^houH^^^^ 

Xow that was left out of the consortium draTT. 1 looked oacK over 
it and savTil^nd we apologize. We ask that you-re,store the languap 
hat vou have for the national council td the sectibn on State councils, 
''l w'ouM Hke to' say a word about tlie P ^^JemyhavTl^^ 
tainlv not lookine to programmatic changes. Those systems "aye oewi 
activ^nlvTmonths^They are awfully important. People withjje- 

'°P a^d'A^systemtSuM be that if .l..y had adequate funding. Yet 
no OM hM meSned it% I .vill take the f : *|i 

What this means is that the director of the.sygtom, who hopefully 
wS^cied SiL he or she was a f^^^^l^ f^^^^;"^ 
some of the advocacy time to fundraising. ^tliink that is narmiui. 
I hooe we are not back here 3 years from now o hear the P and A 
systems criticized because they did not do enough advocacy, 
systems cni iinportant that the funding at the Fed- 

eral level Si>iised. Certainly, the levels in this bill are an absolute 

3krcfnt^SafwVkn-«^^ 
^ that that IS quite true. r 
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First of all, we have never had the promised eValnation. We were 
concerned about this and felt targeting might, assist in a sane evalu- 
ation of this program, if you cpuld sharpen the focus of it, have 
national goals, and^tie in State service priorities to those poals. 

Right now, the State can pick any kind of emphasis, pick from. a 
menu of 16 services and pick the one it wants. We think the targeting 
will take care of that. . a ^ 

We also would like to point out that the areas for targeting are 
very broad. They still give the States a lot\of flexibility and they do 
all lead to deinstitutionalization. We feel tntikt targeting by age wjll 
satisfy another criticism that the program is duplicative, jay, of the . 
Vocatipnal Behabilitation Act of^Public Law 94r-142 because delibn 
erately this bill says, we are going to help the people who are 
not covered nov^ by existing systems for th6 handicapped." * 
In summary, Mr. Cfifei^rnan ^and Mr. Carter, oyr organization is 
most appreciative of yoiip interestjii and support for thi^rogram. 
It has irieant a lot* to our sons unondaughters- We appr^iate your 
sensitivity and responsivisness to their needs. - \ 

Thafik you for spoijsoring H.R. 11764 and for giving us rhis oppor- 
tunity tatspeak on 



imty tatspeak on it. 

[Ms. Akerley's j^pareS stlrt^jiaent follows :J 
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I M !Uiy AJwrX«x» * P*«t PrM^ent of the National Society for 
Autlatlc C^Udr•n and the'«oth«t of aH»*elve-y<^r-old son with autisA. 



For 



tha lA«t two 7«arB,»I hava baaii a rorovlder aeabey ol the Harylarel "Develop- ' 
■anta^ a^^Wlltlaa- Council (l aa the Aaaltant Exe^five Director of « pri- 
vate, rnon-ppoflt eerylce agpticy for the handicapped) i so I have th^ advan-,^ 
ta«a of aarazAl pertfpactlvea on OD, ^ * ^ 




I aa alaa actlxa aaaber of thr Ponsortiufll^Con^ernad ^iih Develop- 
uatallj Olaabled, rapteaantlntf HSAC on that body, ^Obviously I aH arf ipdl-. ** 
vidual, an^ aa HSA(?»b spokesperson, enthusiastically s«ppe^ H.RMl76^f and ^ 
apprac^ta this opportunity to advise the Subconmltt»e of our views in DD * 

\ ^ At itn recent wintar a»etln«, the Boaijl\>X Dlr^clots of the National 
' ^ * ' ' Jorl^^y 

^ J alw&ya 

— ^ — _ — , 'earl^ 

onaat ^nd chroaicity, and not only'retained but enph^aieet^ the concept 
aevarity, .would be aowlpracioe ^ Veil as Aore equifible than the pteeent 'v 
deflation. Kr.Ji^lrBan, soae three years' ago I appeared before this Sub^ 
coa%ltte«r repreaentln^ the sane organization, to testify on'tht Biae sub- 
ject. The big difference between today and that earlier hearing is that, . 
)KCk then, autisa waa^oo\ officially recognir*^ as *an,eligible*disabilitj, 
Ky BSBory^is not so short that I have for(;ottfen wh'kt it was like to be 
cluded fros a system that could hel^'wy cb^ld anc^ others iliVe hiaT 

* * ' ' 

And if your aeaory is as long as nine - and 1 suspect it is - you liay 
raneaber soae of the things I said thrwe years a^o, ' Xq\x wfere kind enoughs , ^ 
to conpliaent ay stateaen? after the hearing, ani i an told y%i made reference 
to ay points aJlout the dofinj^tion during tho /nark-ujj aeiiaions, I^asked then 
how one could decide to serve some physic3.n.y hant\ir:appett chj-ldren solely 
because their inpaiments resulted Ijron brain damage and ainultAneously ex- 
clude other children whose needs were virtually identical because their 
• handicaps caaf fron, dana^ie^ opines, 1 said such thinking; was <it b^at in- 
efficient becaue it led to eithRr dual cervice ayntema or, nioro IHfily, to 
lack of servicoB for soTiej at worat it was un?i,hic.T.l b«ci.iir.e it n<;^riTS><^orlo 
would be served on th«f of the politic: a pow#r arid cophi jtic **.lon or 

their advocates, rather thin on tho baQia.of thnir nqual ritsht to cTre, 

Clearly, you. and other nenbera, not on>y af tiiia Cubcorraltleo, biit of 
the entire Cdnffress, were sensitive to thir i^j i.;tic*? I'jca'i -.L*^ while you 
' nandat'^d the inclu:iion of aV,ir,m, you wf;nt b>yond that to n^uire an An- 
partial study of the definition. 1 waci a nf. ih'-r of th'? Tnn^ f-orcn thit - 
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Ufetlkes. It 1» to included In , the present deflnl- 

^^o^no representation ^-J^^^^l^^^^l""^ 'oSd be viewed as representing 
tlon.Cof the forty-seven \~^^^ parochial concerns and recowend 

'tir-out.-). ^f-^^^;,:Se f/^o trying to help. ^ 

wDidlng that got to th« essence 

n,. rhalr^n. I do not believe the Aht 
With aU dus respect to yo^'/^-J^tSTslimif leant expansion" of the 
Task Fows-s r«:Q»«endatlon Is a ""^^^if J^^^^. latherr^>y clarifying 
!^.en?^flnltlon. at Ijiast as E«^^^^°,nn^";creasea due to the removal 
?^ issue of severity, the Task the crutch of 

of categorical llidt^tlons. At P^«^«"^' ^J^^ not universally considered 

v„ *h. Task. Force does, of course, ffllj^> 
Th. function^ ''Pf^' Smrar^ distinctions between etlcifcgles. 

us of the horror of having to ""j^ ,^naion,- «r. Chairman, you are. 

right. Art for tna __x, councils r National 

The changes reco«ended In the ""P^^^^™ Zrviio, and xjn consuaer 
arf State l^^enicor. the f^^J'^romioS In t^e - thinking of those -ho 
t^olvenent. Both reflect a "el;""^!";"^^?!^. ^Mlflc Inclusion on the 
iS^^'decUlins aff«"ng ^.f^if^^o^^^yo A proer.=.s Illustrates 

^^^^^^^^^ " 

StS^:J.^N^an,h*«licapp«lcltUons. " .^ 

' . <.(„h nf handicapped consumer members ol 

.The refinement of the defln^^lf ° a^blUt? in and of Itself does 
. Council, is official f'^f '^''ff ^^1^ responsibility, for h\»sel 

?rr;er°;t\rr^-o-?^d£.. 
Hrofcrrorthr Oft:: ^^i^^ - 

Qualified to speak in it. , ^ 

V. .0 ne«i here to call the ^ut^o^lttee's aUen^ rsurerofthose 
MHslon in the section on SUte Councils. The secona|^ mstltutionalUed 
• fu^ 1 s tLuld incite '^^J,:rr^^rel"Te^. a^ 3e°rvlr delivery n,chanlsms 
-Mwlatlon. Not only are ^*'=^''/"Sni:MeS%'>r=ons In the community, ^oy are 
'^El^hlt different from thonc of disabled J^"" ° . . of tholr lo^^l iind 

ThH^^W^ mrstvulnor^blo to •"v''-^" 'if of,"lr.?cnt with' the mandate 

tne Moreover, i'«ich represcntition Thcroforo, the ^a^ional 

?rSefn^it:tlonan..at on -^^i;-^^),-,; ^^'ep" rt^tir/voc the .entally 
Council re<iulroincnt tM, of tha <:°";;^";^ or c^-xtdUn of an Instltu- 

• Cfr^r^t l-^-V--,?^'! Xt thc'reletant section on SUto Councils, 
tion-ilitfed percon chould bo aua«i,^. ^ ^ , 
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™laSlStlotiillMd porson with a dorolopMntia di«aMU%rr be -dded to 
dUaWlitloo- 2B, lino 1^). 

HbUo no pto«E»»atio eltfmsM •» aua«t«l for the Protection and Ad- 
voc«jy^«tS«rwdrwlah to e^teaUe their Ufortance In the llTes of de- 
^SSeSSTilS^ p.rsoB.r^«ie are letfa and ethical leeuee conc«nln« 
S^JStlrS the WiSenSuy disabled aai their f*idlie» ijhlch *re^^ 
w i^aS^ea«ut, and irtdch a^ tott different froa thoee »J'«^J^i^„^^ 
SoSeT Pi^cula^y nhen one le conftonted wltij cognitive and J«4«e.ental 
In^yrLnta CleMly, public adrooates with both a knowledge of law and a 
tSJuKl^ to^^^ of dleabinty are needed to protect thle popula- 
tlon and Insure their equitable treataent. 

Ve thatrfore urge the Subcomtttee to retain the Increased authorlca- 
tion iJrSrSrP rf -y»tei. In H.R. U76^. ^?kK progiaa Is, as you 
ta^ onS tot getting unlerway. These systeas have been operating only 
^i^i^t^^^^L^ c<icemed *lth future fueling Unfortunately, 
^ S mSddSlnea creSdi potential "Catch 22" for the P & A systeas by 
reoulrijis then to seek out sources of continuing support. No P * A system 
iTwwStaffed, none,to ny knowledge. Includes a fundraiser. Hence, the 
nLSo^^ho was - hopefully - selected for hie or her advocacy skills, 
U^JS'tHa^t^to demote Jime tlae to raising aoney, tiae that therefore 
Si^S^ STOnt on advocacy. I hope that, three years fro- now, we will not - 
STirJ^ P i A «^ crltljLed because they j^idnH do enough «dvo- . 
cUcy^ ThS realistic aithorUations of H.R, 11761^ (if realized) will alle- 
viate thAt'dlleaaa considerably. «^ 

Flnany, MSAC wishes .to -ddriiss the issue of "ta3^^ We are aware 

that there li eoae feeling that- sp«Af ylng certain j^^^^"* . 

lialtln* the allowable services to the four nentioned in H.R. 
l^G^d ^ wJtel^lv.! Sat It takes ayay fro. the flexibility the states 
ii^Uy ^^J^ Ser DD However, we aie also.aware. that there is even 
' J^S«r fSSliJg - »oae of It In official circles - that the^prograa has . 
Il^TbSen^SSrly evaluated, and probably cannot be as it is presently 

Tarmtliut tar age and service «111 give the DD program needed focus and, 
br rlSSforttet ?^us, a tosls for eval^tlon. At present^state. may 
So^on. or^arS a^ws of emphasis from a menu of slxtBBn services 
wlihoTrf an. l^armoe to national mals or priorities. Consequently, the 

of coJ^U^datl (Sth liBlBd Interstate^- needed for evaluation 
ii^irt^l?^oMSi»S.. Stati^Knal objectives a«l tying local 
i?f:i?^C?hr^i1lve"the enHTp^gram a f * 
iiikin«- This «U1 be achieved without any real I033 of local options be- 
the fou^ priority categories are bri«l enough to permit a wide range 
Si't^o'r^o'^wtter'which one 1. selected. And. despite our emi»«»ls on 
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eSrrlc^s, do support thi "peovlsion iihich paralte v ^-uit* to continue 
its pUuinine efforta »t the present levej.. 

Targeting ^ e^e MX eli«li*te the poeslbillty , ^^^^^^^^^'^fJ^J''' 
iTS^PL 9^-152 awl the 1973 HehahlUtation Arin^i .ents ve need DD, and 
^S^^^i^r^^ tiSe not .covered ^ U. -ajor service legisla- 
tion for the haailcapped would r«:elve needed' attcrt- ^n. 

In eu«»ry. Hr, Chaliwi, the Hatlonal Society '^c Autistic Children 
U irSitl^ of r>ur Interest In a«i support for thU Pro^, w^ch 
5. S.i'^S^ to o«r^ «»l daughters. We *PP^ -i*JVy?^ *???6J iJ^' 
ud responslv«iess to thii^ needs. Thank yoU for ar ^ ^ -ring H.H. 117W and 

r gi^ng us 



for glfi^ «■ tW* opiwactunity to speak on It. 
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Mr..EoaBBi. Thank you, M8. Akerley. We are pleased to 

Mr. Flannery. - — ^ ■ ^ 

8XATEXEHT OF LEO PLABHBRY 

* Mr Fijt^omrr Mr Chairman and members of the comnuttee, my 
ni;S^-b iS^m Florida I am V^^^^ ^V^' 

WfedaV on behalf of the EpUepsy Foundation of ^men^ 

f ouodation's pos&ion that the /evelopmentel^bih^^^^ 
prog«m is the most effective-ii^rmnent for P^^otrng tWJf 1^;^^ 
of ^prehensive services that has appeared to date for people wun 

■"^^; national grassroots vblunta^. agency «>"<^r"^^^^ ^£ 
le^ wd as a member of -the a)nsortmm <^°<*,"'^ .^'^V riTW 
veToomentally Disabled, the foundation strongly supports J-l^^- 
-STS^foiiSn's ^tion that many of the changes in the re- 
ie^alliSS inll b^ about substantial pro^^j" ^he plamimg 
and Dromon of services to the developmentally disabled. 

M? ChS^SiS, I know first hand what epUepsy means. Four of ipy 
fivVJidldS^^myoclonic seizures, a very serious and, m our ca^, 
dlJiSat^e form ol epilepsy. My wife and I have devoted the past 
dSSde™ t^hig to brilig out ehildre;is' seizures "^der control 
A? y<S miy ^U, Mr. Cha^fman, your otece "ranged for neuro- 
. lo^Catoations of Wof my children at the National Institutes 

^^'S- tune, the medical .community did not Jeel that there was 
toTmuch that could be done. I also know first hand what the De_ 
Sopmental Disabilities Act has meant -to persons with epile^. I 
wM Tcharter member of the Florida Developmental Disabilities 
cSncU as w^U first president of the Florida Epilepsy Founda- 
htvl seen the developmental disabUities program m artion, 
SJd I know what it has meant fpr people with epilepsy m Florida 

siS. IpUeSy wa§ included irihe Developmental Disabilities 
Art,^^pk ^seizure disorders w*e.a negfected population m 

^ruOT^rm^rc^u^^^^^^ 

. rn«ttll^%^als.T^^^^^ 

SXted, funded With DD dollars, which P?"^^4°^\--i;^,,?^^ 
reallv gkiing deficiencies and oversights in the States human serv 

- ices oroeram as they related to persons with epilepsy. 

As ™St of this conferenceVthe secretary of the department of 
hedth S^rehabiUtative servic4 in Florida authorized a task force 
Jorn^ of public and private a^ncies, as w,ll as consumers, to 
nrenare a 5-vear action plan for epilepsy in the btate. ^ . 

^^\^hi» w^ subsequently developecl, and many of its recomlnenda- 
' tioM hSvTl^ impkmented. I should like to mention ]ust a few of 
S Sl^aS offtie plan which DD made possible, over one-half 
SuTon d^SS S Jinnual title XX and State rtatch funds have been 

. S^ed, beginning with the year following ihe completion of the 
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Trainine programs were implemented immediately for vocational 
rehabilitliSon counaelers, thus creating specialists in epilepsy rehabili- 
tation in each region of the State. i.„J „„J 

Guidelines for teacher training m epilepsy were created and proc- 
essed through the State department of education mto all standard 
teacher training curricula in the public schools. 

Administrative guidelines for drivers' licensing for persons with 
epilepsy were drawn up which included provisions for due process, 
■fher* wfe stimulation of many innovative .community service pro- 
fframs, including a long-awaited seizure clinic in West i'alm ceacn, 
which not only Serves Pahn Beach but some of the outlying counties 

I could continue, but the bottom line was that the problems of 
people with epilepsy were given special focus and attention for the 



first time. ., 

Mr. Chairman, my point here is simple. By naming epilepsy as a 
developmental distffiility, focus was at last given to a population 
whose needs had been long overlooked. And I feel sure that you will 
appreciate that it is because of the progress that has been made, 
largely as -a result of the Developmental Disabilities Act, in identi- 
fying the needs and providing for the services necessary to the person 
\nth epilepsy, that we are most anxious to see this disability Wajtinue 
to be identified in the renewal legislation. 

I feel that our experience in Florida and similar experiences across 
the country suggest several points : , , , , ' j j j 

First if the Congress decides that the act should be expanded and 
strengthened, then the additional populations to be served should be 
identified so that they may receive specific attention, as epilepsy did 

in Florida. , . - , ■ ti 

Second, if this is done. Congress should authorize and subsequently 
work to assure that appropriations are actually made and that they 
are sufficient to meet the additional needs of an expanded population. 

The Epilepsy Foundation of America recognizes that there are a 
significant number of people -vvho have needs similar to those of indi- 
viduals who' currently cmeet the categorical definition of develop- 
mental disability. , - , ^ 'u o • 

For this reason, the foundation's board, of directors has unani- 
mously endorsed the, minority report of the National Task Force on 
the Definition of Developmental Disabilities. It was the poation of 
the 11 signers of the minority report that the definition of develop- 
mental disability not be based on the rather vague and all-encom- 
passing phrase "mental or physical impairment. 

They urged rather that the existing categorical disabilities named 
in the act be retained, with a strong emphasis that other individuals 
whose impairments require services similar to those required by the 
disabilities named in the definition should also he ser\'ed. 

This approach would meet the need to serve those who are not now 
diagnosed as developmentally disabled but who have similar needs, 
while continuing to focus on the special needs of the DD population, 
needs which the Congress has repeatedly recognized in the drafting 
and renewal of this legislation in the past. 

To summarize, the Developmental Disabilities Act has wrought 
significant benefits for a long neglected and underserved population. 
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It^has alflo created *a climate in which their needs are finally being 
re^nized by State planning bodies. 

T& Epilepsy Foundation of America is pleased' with the progr^ 
made to date tod believes that, with the modifipations proposed in 
H.IL iVKiy this progress can be significantly accelerated. ' 

Ithankyou,Mx. (Siairman. ^ , \ 

Mr. BoQERS. Thank you, Jj^r. Flanne;?^, for being here. I am glad 
to^Mur that your children ar^ijaing yyl? j^etter. 
• Mr. Flannert. Thank you. ' ^ . 

Mr. Rogers. I think you have given us very clearly the pomts you 
want the committee.to have. We will go dver tneni carefully. As we 
draft, if we have questions we may come back to you for your advice. 
Thank you for ycoii; presence here. It has been most helpful to the 
committee. . ( 

Mr. SMTrH. T^iink you, Mr. Chairman. 

Mr. BooxRS^ Now, we have a panel representing the University- 
Affiliated FaciB^Bs. Dr. Phyllis Magrab, president of the American 
Association- of 'diversity Affiliated Programs and director of the 
University affiliated program for child developmental disabilities, 
G^rgetown University Medical School ; Mr. Seldon Todd, executive 
director of the Amencan Association of University Affiliated Pro- 

Sams for the Developmentally Disabled ; Dr. Hugo W. Moser, direc- 
r of the Jdhn F. Kennedy Institute, Johns Hopkins University; 
Dr. Joan Bergman, director of DESEMO, Center for Ejevelopmental 
and Learning Disabilities, the University of Alabama^ ;3^ftd Dr^ 
Richard Shiefelbusch, director of the Bureau of Child^ Research, 
University of Kansas. . 

We welccjgRll of you here. Each ofc^^ourstatemSfnts will be made 
a part of the record in full. If you coifld highlight the points that 
have not been covered or have not been made it* would be helpful to 
the committee. We still have another panel to go. ^ 
You may proceed. 

STATEMEHT of PHTILIS magrab, Ph. D., PRESIDENT, AAXIAP; 
HUGO W. MOSER, M D., blRECTOR, HAP, JOHHS HOPKIHS TJHI- 
VERSITT, JOHN P. KEaiHEDT IHSTITTITE; JOAN S. BERGMAN, 
Pt' D., DIRECTOR, ^ESEMO PROJECT, CENTER FOR DEVELOP- 
MENTAL LBiRNING DISORDERS (HAP), UNIVERSITT OF 
ALABAMA; RICHARD SCHIEFELBIJSC^ ^Ph. D., DIRECTOR, 
BtJREAIJ OF CHILD RESEARCH, UNIVERSITT OF KANSAS; AND 
SHELDON P. TODD, JR., EXECUTIVE DIRECTOR, ALL ON BEHALF 
OF AMERICAN ASSOCIATION OP UNIVERSITY AFFILIATED PRO- 
GRAMS FOR THE DEVELOPMENTALLT DISABLED 

Dr. Maqrab. It is out of my professional commitment to the de- 
velopmentally disabled that I am pleased to present testimony today. 
Serving the developmentally disaoled is not easy. It is a continual 
confrontation with our own mortality, vulnerability and inevitably 
our own humanity. 

Perhaps it is in this depth of philosophical awareness that we all 
are here today to speak out on the proposed legislation. 
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My fellow panelists and I are here representing our association 
which strongly endorses your bill and we are delighted to see it come 
forward. In particular, we would like to discuss the university affil- 
iated program portion of that bill to which others already have 
alluded. 

The university affiliated program make available practitioners 
who can provide divfrse and complex ser\'ices to the developmentally 
disabled. Yfk have as our major mission the setting of .standards of 
service' for/this population through exemplary training of profes- 
sional wMiiiers. /r. • j 

The^are basically four functions that the university affiliated 
progom provides: first of all, training; second exeinplary clinical 
services in support of that trailing; third, clinical research, and 
fourth technical consultation in assisting service agencies and con- 
sumer groups. 

Because no single professional has all the skills to solve the mul- 
tiple problems of the mentally retarded or developmentally disabled, 
it was thel^^isdom of^the Congress to create interdisciplinary training 
programs that incorporate the functional areas Of health, education 
and social services. Within the university affiliated programs ovet 50 
differejit disciplines actively participate and most programs have at 
least a core group of 10 disciplines represented* 

The university affiliated program is a national network. This is an 
• important point because by providing leadership training there is a 
viable exchange of training techniques, of innbvativ^service pro- 
grams and a mechanism for establishing high standtrrds for the 
quality oicare through this networking process. 

"The Government in partnership with the academic community 
through the university affiliated program over the last 14 years has 
worked toward developing an outstanding manpower base and service 
delivery program. It continues to be our joint obligation to maintain 
these programs iJi sufficient quality to meet the national needs of the 
group that we serve and to continue to maintain standards of excel- 
lence through jiew knowledge and professional training. 

I was going to share with you a case example, which I will not 
take the time to do now because I think the consumer groups that 
have spoken before us have typified the multiple needs of the devel-. 
opmentally disabled. The need for training is dictated by the need 
for services of the developmentally dialed individual and his family. 

It is the complexity of the needs of this group that implies the- 
complexity of the training that is necessary. Professionals* must be 
trained in a number of areas, in information exchange, growth and 
development, community function, diagnoses and assessment, pro- 
ducing change, and interdisciplinary theory and research. 

This is a very broad arena. In tins hro'ad arena the multiple dis- 
ciplines must be integrated in their learfiinjr; otherwise, the learning 
becomes fragmentary, isolated and this loads to. fragmentary services. 

During the last year at Georgetown University ITAP, which is a 
modest size program(*not one of the larger programs, we involved 
over l,40<f students in our training activity with in-depth training 
for 200 persons. In relation to this training activity we served over 
1,500 patients. This was in support of the training endeavor. 
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Besides the training that occurred within pur center there was a 
strong outreach into the community and this is tniQ across all of the 
centere in our national network. We have worked with judicial sys- 
tems in training court workers in handling the developmentally 
disabled; we have worked with Head Start and day care teachers in 
the tri-State region and have worked with the developmentally dis- 
abled in their settings. We h^ve developed a high risk followup pro- 
gram that has been extended fb community hospitals by replication. 
It is this kind of outreach effort that enhances the ser^-ices that can 
be provided to this population. ' v,,- , • 

I now woBld like to defer to my colleagues who will speak in 
particular to the service areas, the outreach ureas and the kind ot - 
trainihgthat is accomplished through our networking process. 

Mr. Ro^RSi^hank you, Doctor. 



STATEMENT OF HUGO W. MOSEK, M.D. 

Dr'MosER. I am Dr. Hugo Moser. I am director of the John F. 
Kennedy Institute for^Handicapped Children, which is adjacent to 
and affiliated with Johns Hopkins Medical Institution. The institute 
has a 40-bed inpatient unit which serves children with a great variety 
of developmental disabilities, including mental retardation, cerebral 
palsy, children in for treatment for lead poisonmg, children recover- 
ing from head trauma, a variety of birth defects learning and be- 
havioral defects, and in a very important way children with autism, 
which was a disorder which was first described by Dr. I^o Kanner 
at the Johns Hopkins Hospital 40 years ago. 

Second, we have u school program which serves also 40 nupiK. 
These are children from the Baltimore inner city referred by the 
Baltimore School System, who remain for 1 to 2 years. The great 
majority have then been able to return, to regular classroom settings 
within thi public school system. v • i 

Third ^e serve about 4,400 outpatients a year. So what is so special 
and important about all this? One, the numbers. We do serve in a 
comprehensive way a large number of children and thei.r families. 

Second, we are a part of a large university and teaching hospital, 
and I believe tlTJlt we have had a role as a change agent in shaping 
attitudes toward the developmentally disabled child, ^^c do this be- 
cause we have a program which combines medicine, education, bc- 
' havioral sciences, social sciences in an equal way, areas which are not 
represented as strongly in- the traditional hospital. 

We'liave made, I believe, a considerable impact on changing the 
attitudes tbward the developtnentally disabled in a great many 
health professionals. Our followup program has shown that 80 per- 
cent of the. professionals who have gone through our training pro- 
gram have made and continue to make a commitment to serving the 
developmentally disabled after they have graduated from the pro- 
gram - ■ 
^ Mr. Rogers. 80 percent, you say ? 

* Dr. Moser. 80 percent. « , ■, i *u 

A third aspect, which has already been Emphasized by the others, 
is that we relate to the community and particularly to institutional 
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prop.m,. We have strong '■"Pj'f-i^'li Je^'n.Sfcri 

p^ve two examples which i will oniy iu?_iuij^u»^ , 
^Sne of the examples refers to an. 18-year-old , to rSc^ 

HeVproffrks Has ehcouragcd us to bohevc that slic l« "We >» 

■ "^fStod of-^^^^'Si. is hi.hligl.tod i„ a very import... way by 
Dr Bergman's presentation bf her work in Ala hania 

tT.P nTi Offiop of State acrencios, of institnticmai stan, ana "j^^ .^"^ 
n^ot J^^^eMs. ft re,uiros the paHicipation of nouro^op t^^^ 

tncrpthor all these forces and resonroes for the heneht ot so nianv 
Sts vvkh "douhle" developmental .lisahilities who are residents of 
institutions for the mentally retarded. 

Thank you. ^ 

Mr. RooERS. Thank you, Dr. Moser. 

Dr. Bergman. 

STATEMENT OF JOAN S. BERGMAN, Ph. D. 

Dr Bfugm sn I am Joan Beigniun. director of the DESEMO proj- 
ect at t^e renter for Developmental and learning Disorders, the ^ 
rniversity Affiliated Program' a. the University of Alabama in Bir- 
mingham.. 
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rv,,. TTAP also involved in the service and training that my 
oo£ga^^r« siSin^ ; but it is a provision of techn^^^assg- 
Sia^a UAP Wby, in this case, a special pro}^t of a UAP that 
fwd spedfically Se to discuss with you this 
tSE^oTa? example of a special pro ect offering t«chnica 
»^Jro^^rnT?SFMO Lnoens to bia product of a very successful 
a lf£m?ntelSh department, a UAP, and community 
pt^ii andtw^Cdevelof^^^^^^ 

Brof ("itablished in order to demonstrate that an mteraiscipuimi jr 
S^^SS retardation professionals, P^^^^ts, supportive per- 
^TelfanTconsultants could Wk together to P^^-^f-f^ ^Jt^^^^^^^ 
itv of lifeVr individuals whose handicapping conditions were ot 
such a severky that these individuals required total care 

To sS what could be done, we selected 20 severely handicapped . 
^nl^^dball who at the time we started working with them, ranged 
?^m fwiks S ^ years of age. Not one of these individuals was 
able to communicate either verbally or nonverbally. 

In otSr words, none had any way of int^^'^ting a desire or need 
or indeed of sliowing understanding of anything All had been found 
Ste^foundly" mentally retarded as measured ^vith standardized 
iSstniSts; 10 of these lived in the community and 10 in a State 

"^S^tSS'^n the community were not receiving comprehensive 
se^^7 TwoVad soi^ie means of ambulating Several have severe 
fiSTproblems and one is deaf. One was tube fed and had no response 
to^nv Simulation One young man has such severe physical de- 
forSSLs Tt the^^^^^^ pelvis on one side is literally adjacent 

S^c rib cage on the other side, his hands rest on his forearm The 
Sily tehaviSS exhibited by one is to make rhvthmica movements, to 
make low-pitched sounds, ind to bite at anything that comes into his 

"^stveral have spent their lives in cribs ot crib-like wheeled objects^ 
TTnfortunatelv, these 20 are represent-ative of individuals who are 
fo?nd ofbTckt'ards of institutio'ns and ^^^^ "^.^S^^^^ 
given recognizes in them no human potential There •^"•^ P?^"'" 
Sircould^ said regarding the quality of life for either these mdi- 

"Tt'20l'?re Stately chosen with a wide range of individual 
. differences. Although we have provided seryces to 

resources have not al owed us to provide all of the services inese 
S^Sls need, In spite of this, our results are impressive and in 
some ways shocking. , . • „ 

All are now receiving comprehensive services. . 

At least three are receiving training in a visual communication 
sy^m Two of the^ each un^derstand over 100 symbols and exceed 
our technical ability to transmit their expressive capability. 

fS six individuals, innovative positioning teclmiques have per^ 
mit^d improved functional abilities a^d are, hojeful y, ^arresting 
Ser po?tural deformities. This has also al owed four to "see with 
thek eyK an experience^previousjy^^^^^ because of bemg locked 
, into a total reflex pattern. - ; 
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Three were found not to be profoundly mentally retarded. One ^ 
venT young child is deaf with probably normal intelligence Two 
oldL teen^ers are certainly in tfie high trainable range and at least 
one of them is probably educable. 

ft L exdtiii to see\ young person, until recently spending most 
of his time in a crib-type bed and categorized and stigmatized as 
S6ncimmunicative and profoundly mentally ^^^f S 
up in an adapted wheelchair, learning a means of communicating 
aSd, recently, cheering on the basketball team of the Lniversity of 
Alabama as he attended a game. .nn ;„^;,M^„nlc2 Tt 

What was our purpose in working ^ith these'20 md viduals? It 
really was not to worlTjust with the 20 but it was to develop methods 
which could be uspd to serve all individuals with the severe handi- 
caps of profound mental retardation and noncommunicative ability. 
We do not know exactly how many people vve are talking about but 
it is a large number an^, of course, the methods used can be used for 
other people besides these who are so severely involved. 

But the developinent of methods is of no value unless some dis- 
semination is ac6omplished. Already the teehniqups developed by the 
DESEMO project are being applied in Portlow wli^re approximately 
13W individuals reside. They are being used in the State cripp ed 
service programs, in public school programs, and in cerebral palsy 

centers o 

Bequests for ouf techniques hav«^n received from many btates 
and from some foreign countries. c „^„^„ioc 

I would like to very briefly give you a few specific examples of 
our work. One is that we have uncovered a vory serious question We 
have done blood chemical analyses of approximately 700 m^titu lon- 
alized individuals an^ the question is: Is the high lx>ta ^rotene level 
found in the blood -an indication of an unidentified inborn error of 
metabolism and, if so, would then .early identification and possible 
treatment reduce or eliminate some cases of mental retardation or 
are we dealing with a problem which is the result of he form of 
food that is so often given to low-functioning individuals ? 

We have- worked to develop a technique of assessing visual acuity 
in infants and have adapted this technique to the profoundly de- 
velopmentally disabled. As pact of the service we have done vision 
function testing of all of the mdividuals f r^rtlo^v State School 
who are considered to Ik; profoundly retarded. This resulted m the 
first vision function data on this population. . . . , , , 
We have developed a program for instruction in visual symbol 
communication. The receptive part has been fintPied and is being 
■ used now with'k number of people. Those people range from nro- 
foundly to mildly retarded, and from profoundly to not at all pnys- 
icallv handicapped. Individuals in this program are averaging learn- 
ing more than one symbol per session and their retention rates 
raiTge from 90 tb 100 percent over a period of a year. . 

This leads to the problem that is mentioned before. and that is tnat 
the devices for expression are not generallv available-within the range 
of most of the people. Tliev are far too expensive for most of us or 
they contain very limited data banks. However, the telephone pioneers 
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of the South Central BeH System are working with us at no cost to 
us now, and we'expect to ff&ve something that wiU be easily replicable 

aviEulable very soon. , , , • iu 

Simple positioni^^ias been a major problem and, again, the costs 
mngeupward froF$l,OQO and those available have "ot been very 
effective; We have now developed *proC^ that will soon be available 
and the cost will be approximate^ $5a per person. Our f recess pro- 
vides individualized chair insert for an mdmdual. , j • y 

Tliese are some of the things we have done and are involvet^m. in 
general, at our UAP and with our project, we are effectively carrymg 
out the concept of technical assistance as our project members work 
with people in the field, move in and out of the field as needed, but 
do not assume the responsibility for the service provision totally 

"'fiTsimimary, it is my desire to have you and the membere of the 
committee be convin<ied of the necessity of respectfully designating 
to certain pk>pfe the responsibility of providing consultation to 
service providers, to planning groups, to seri-ice delivery systems and 
to educators. Mechanisms for dissemination of information stiould be 
easUv accessible and efficient. This is the obvious link between research 
and development and service delivery and it must be supported if 
there is to be an improvement, in th^eare of the severely develop- 
mentally disabled. UAP's across the Nation are in optimal positions 
to provide this technical assistance.. . 

I would like to remind the committee that the concept of special 
project funding is sound and I believe it should continue. DEbtMU, 
although hosted by an UAP, requires special project funds. 

Thank you, Mr. Chairman. 

Mr. Rogers. Thank you very much. 

Mr. Schief elbusch. ' 

STATEMENT OF BICHABD SCHIEFELBTISCH, Ph. D. 

Dr. ScHiEFELBUSCH. The particular part of our testimony that I 
would like to develop relates to what we call applied research. That 

^ is a term that could be placed in a number of other categories of 
terminology. Notice that my colleague just simply referred to it as 
a progranKa program foij children. . 

We sometimes refer to it as research for children or it might 
simply be called application research in the *nse that we take the 
iest that is known m some particular area of tirork and because of 
our clinical interest and applications would bring jit jnt^^the service 
domain and have the desire and the tenacity to keep ^rking with 
it until we have developed soipe new feasibility for , the qhildren. 

Now, it is this development of new feasibility that interests me the 
most. I have for over 20 years directed a research institute that has 
focused primarily on the development of hew patterns of training 

' and new environmeijts in which to train- children that had previously 

not been trained. I . • . . i^-ii • c*„*« 

We began work with the lowest functioning children in our fetate 
hospitals. At thcHime we began, it was not considered feasible to 
teach them langdttge, to teach many of them . to 'wear clothes, how to 
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play, how to go to the bathroom and how to feed themselves. At 
times it was almost necessary for us as researchers to take bets witli 
the care personnel of the hospital that it could Be done. 

I think that history is now almost lost and forgotten, although it 
was slightly less than 20 years ago that it was demonstrated that you 
could teach children at the low end of the functioning ladder to do 
many things that qualified them for different kinds of living and 
different kmds of environments. /. ■ ■ 

This research I now refer to as a breakthrough in fusibility. It is 
possible now to contemplate deinstitutionalization and mainstreaming 
and normalization because there has been a laige^iii|y^f interested 
people who call themselve^ researchers in on^prajBjjfim who got 
interested in the problems' of doing research feg|fte.'flRfl 

Now, it has not previously been in our '^d/S^S^^W^^^ develop- 
mental disabilities that we specifically \dehi^i!ftS^ as such,- 1 
think it is clear to us all that we are concerned at tjie±&inning of the 
developmental disabilities legislation that we trairi p3()le to do work 
with children, that we provide the means for improved services and 
care. 

But we did not identify, the functioning role of research as such. 
We had left that to other people. It is, of course, not accidental that 
a large number of research -activities and programs have been car- 
ried on but I think we have reached the point now, Mr. Chairman, 
where we should realize that research for children, if mixed with the 
other important objectives that we have described, can improve the 
-feasibility of what we are trying to do and lite^rally bring the fruits 
of our efforts to more children that have previously been denied 
these service opportunities. . /^j 

Jt will also allow us to reach improvea^patterns of normalization 
and community living. 

• It is, of course, a beautiful thing to say that children should have 
the opportunity to live in the least restricted environment that is 
feasible for the child. It is good to say that they should live in the 
•mainstream of life but it is not good for a child to live a life in a 
niainstream that he cannof partioipate in. Wo still have far to go in 
designing programs for traming and activities for the children that 
will allow them to become more able and more capable. That is still 
in part a job for the applied researcher. 
Mr. Rogers. Thank you very much. 

Mr. Todd. ^ 
STATEMENT OF SHELDON P.* TODD, JR. 

Mr. Todd. This is really a very important program,'othe UAF pro- 
gram, and I am honored to be here and I am honored to be associated 
with my colleagues. 

Mr. Rogers. 1 think the committee agrees with you. It is in the 
bill. ^ . 

Mr. Todd. We are delighted it is in the hill The specific features 
that arc in the bill reflect very nnirh our thinking. We have had a^ 
expert task force working a year and one half a|ul every director of 
the program has gone over tlie reconnnendutions we have developed. 
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Mr. RooEBs. Are there any t^hanges in the bUl yoxi think are nee- 
Bsary? Should we write in standards for universities? 
Hp Tnrm- Yes, we are very much in favor of standards for all the 

^3r. RoBEBS. Is there anything else? 
Mr. Todd. We would Tecommend that the administrative grant be 
desisted as a core grant and a minimum funding level of 5)^50 

million per grant 

Mr. RooEBS. How much, $250,000 ? 

Mr. Todd. $250,000, yes, thank you. ^ 

Mr. Rogers. You frightened me fOr a minute. ^ 
Mr. Todd. That is the recommendation. 

Mr. RoGEBS. A core grant to each ? , ^ 

Mr. Todd. Yes. v 
Mr. Rogers. How is it_purrently done? 

Mr Todd. The mean core grant is $Z&,000 but there is a wide dis- 
tribution. The overall program is $68 million and the core grant is 
basically fund administration and could relate lo do that. 

--Mr. Rogers. Are there any other changes ? 

Mr. Todd. No. * ' ■ „ 

Mr. Rogers. It is my mderstanding that research was going on all 

of the time. ' . i. t * x u >a 

Mr SCHIEFEI3U8CH. I did not mean that it was not. I meant it had 
been identified as a specific. You see, it is identified in this legislation 
in section 121, item 4. It is specifically ident ified. 

I am simply speaking to the fact that we have the technology and 
the capability now, and it should be built in as a firm part of the 
program. — - 
Mr. Rogers. I agree. / 
Mr Todd. Mr. Chairman, we are concerned m particular^ with 
^ applying research findings to the actual delivery of ser\iCes and it is 
applied research on service delivery. , ' xr 

Mr. Rogers. I understand. Thank you^ for being here.. Your pre- 
sentation and your testimony has been most helpful. 

[Testimony resumes oh p. 260.] ' , v - j. ,i_ j 

.[Br. Magarb's, Dr. Mosers, Dr. Bergman s, Dr. hchiefelbusch s, and 
Mr. Todd's prepared statement follow : ] 
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.on 

UHIVERSlfY APFILIATED PROGRAM 
' . hIr, 11764 

I, TtSTIMOWY OF PHYLLIS MAGRAB, Ph.D. 

• My name is Phyllis R. Magrab. I am Director of the . 
Georgatoim University Child Devalopment Center, Associate 
Professor of Pediatrics, and Chief Pediatric Psychologist at 
Georgetown t/niversity Medical Center. I am currently the 
President of the* American Association of University Affiliated 
Programs for the Developmen tally' Disabled. 

I, and my fellow panelists are here t;o speak on 'the 
University Affiliated Program (UAP) portion of H.R: 11764. 

I know that this CommittM recognizes: 

e persons with developmental disabilities have unique 
needs * 

• personnel serving individuals with developmental 
disabilities must have special training 

e Congress created the University Affiliated Program in 
1963 as the federal investment in making this training 
available nationwide. 

Today, 46 University Affiliated Programs (UAPs) provide 
a nationwide mettfork of resources to states and which perform 
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tbm following function! in «n exemplary manner: training, 
•ervice, technical assistance, and dissemination' of research 
findings. Each of our panelists vill stress the activities of 
the UAPs in one of these areas. Our final panelist will 
' summarize the. implications of our remarks for H.R. 11764. 

It is out of ifcy deip coimaitment to the developmentaliy 
disabled that J am pleased to present testimony. Serving the 
'developmentaliy disabled is ;»ot e^sy.^ It is a continual 
confrontation with our own mortality, vulnerability and 
inevitably* our own humanity. I recall hearing Jean Vanier, 
a great french humanitarian speak normalization and changing 
concepts in residential care. With poignancy he spoke, of work- 
ing with the developmentaliy disabl^ed as a revelation of what 
is mankind J as a response to out own conscience, -and our fear 
of suffering and abandonment. Perhaps it is this depth of 
philospphic awareness that we all are here today to respond tb 
the proposed legislation. / 

The University Affiliated Programs make available workers 
who can provide the diverse and complex services the developmentaliy 
disabled need. UAPs have as a major mission the/se^tting of 

standards of service for the developmentaliy disabled through 

r 

exemplary training of professional service workers. UAfs 
provide interdisciplinary training of professionals and pata- 
professionals? exen«>lary ||^inical services for developnven tally 
'.disabled individuals in support of the training mission, clinical 
research; and technical consultation in assisting service 
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agencie» and con»ufc«r qroupt. • . , 

Becauae no .ingl. profe-ional has^all the sKiUs to 
.olve the multiple problem- ot. the mentally retarded or 
developmentally disabled, it «a. the wisdom of dhe Congre.B to 
create interdiBciElinarx gaining programs that incorporate 
the functional areas of health, education, and^oclal services, 
over 50 diffe^nt disciplines actiVelV participate in the UAP 
training Endeavors with a core of over 10 di.ciplinbs in most 
programs. The University Affiliated Program^ are unique in 
their ability to provide training, leadership and the application 
of new Knowledge to direct service systems.; ' The UAP program 
conceived of as a national networK provides a viable exchange 
of optimal training techniques, innovative service programs, 
end a mechanism for establishing high standards for quality of 
care. - The f«leral government in partnership with the academic 
co-munity has over the last 14 years worKed towards developing . 
an outstanding manpower base and service delivery system for 
this special population. It continues to be our Joint obligation 
to maintain UAP progrkms of sufficient quality to continue to 
™eet the natioxval needs of this group and to coAtinue.to maintain 
standards of excellence through new Knowledge and professional 
training. 

our UAP at Georgetown University places, a strong emphasis 
on prevention And early intervention as a part pf its service 
and training program providing exemplary metj^odology that is 
broadly disseminated to tfte conununity and t^e UAP networK. 



230 



Let M ihar* with you on« of my moit moving experience* 
that 'highlight! the importance not Only of early and skillful 
Intervent^ir, but alio vital need for an interdisciplinary 
model for training and lervice. Kri. G. came to our UAF 
program when her daughter was approximately 18 months of age, 
having ^^^ben told at her daughter's birth that she was a 
rubella baby with cardiac problems who would be severely 
retarded. Iwnediate institutionalization had been reconmiended . 
After 18 months of ambivalence, the family came to the UAP as 
a last resort for advice. The child was neither talking nor 
walking and had a left-sided paralysl,s which was a ^omplication 
of an earlier cardiac catheterization. Tbe interdisciplir^ry 
team went to work assessing family status (social work)', 
developmental status (psychology, communicative disorders # 
physical and occupational therapy) , and medical 'Status (pediatrics, 
neurology). The professionals pooled their information, and 
tliCn embared on a coordinated treatment program. Initial 
measures included a hearing aid for the previously undiagnosed 
hearing deficit, medication for the previously undiagnozed 
seizure disorder and a twister cable brace for the mobility 
problem. Language and occupational therapy as well as counsel- 
ing for the family ens.ured over a 1-1/2 year period. At th^ 0» 
end of that time, based on an interdisciplinary review, the, 
child was found to be functioning in the mildly retarded range* 
with a broad vocabulary and full mobility. Now at age 7 she is 
"^ in a public school placement for the hearing impaire d, quite 
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.,.. p,nd.nt with ■n.h i.nau.q. . . thi. child not h.d th. 
b.n-fit Of thi. typ. of int.rdi.ciplin.ry pro,r«»ing early in 
her life, the initial diagno.i. of ..yere 'retardation and 
i..titutio~ilixation would have been a .elf-Tulf illin, prophecy. 

As a result "of the Interdisciplinary management of this ■ ^ ^ 
youngster, her potential to live a productive, happy, relatively 
Independent existence IB naxlmlred. Additionally, the family was 
able to benefit from comprehensive ..ervlces In one facility as well 
as an Integrated treatment plan. Th* complexity of this case Is 
representative of many similar cases we see at the Georgetown UAP and 
points to th?need for model Interdisciplinary training programs 
and information^ dissemination. Through our Interdisciplinary 
management program, future professionals experience an exemplary 
service program which establishes a standard for the quality of 
service they provide to handicapped Individuals throughout their 

professional careers. 

' The'need for. training Is Implied, by the need for services of 
individuals and families such as the G's. The complexity of this 
..training Is highlighted by the complexity of these needs. 
Profesaionala muat be trained in: 
Information-exchange : 

T;chnlques and principles of obtalnln/ and transmitting Information 
in a -variety of settlngs.to clients, ^lleagues and others. 
Growth an* Development -: "> " ^ i 

The application of general principles ^f human growth and development, 
both biological and behavioral .-''and. major categories of developmental 
disabilities. 
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Community Punctlong ; • » » ^ 

Community resources, general problem of delivery of health services. 

case-finding, and lif^e cycle programming. 
Diaffnosis and Asseasment ; 

The intcractionN-ith de velopmentally disabled children and their 
families to assesd needs and plan. intervention. 
Producinfc Change : ' 

The major strategies of modifying behavior through Intervention 
with clients and families including techniques for producing 
change in biological and behavioral aspects of clients. 
Interdisc i plinary -Theory ; ^ 

The major group concepts and processes and their application to 
interdisciplinary team functioning Including major strategies to 
modify attitudes and to prevent and ameliorate de fens i^^e.po, tares 
which interfere with interdisciplinary functioning; recognition of 
functions and distinct and overlapping boundaries of various 
disciplines. 
' Research : 

Use and critical evaluation of appropriate materials In the rield 
of developmental disabilities Including techniques of program 
evaluation and research desigrv. 

During the last year, the Georgetown UAF. an average size 
program. Involved over lUoo students through courses, practlcums, 
and trameeship placements: 196 trainees. -.97 .peclal training 
program participants. 21U orlentees, -.70 students In academic 
course- work. The core course, VDevelopmental Dls^^tles: 
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IntTdlsclpllnary Approach." -as attended by over 70 students. 
To provide a clinical base for training, some 1,550 patients were 
served by the Center: UU7 by Interdlstlplinary teams, 758 by 
special ^ojects, 3t3 In unldlscipllnary programs ._ 

Georgetown UAF, besides training and service, provides, In 
.conjunction with all of Its model programs , creative dissemination 
of inform'atlon. .The Infant program for high-risk follow-up and 
stimulation has In the last year offered two national symposiums, 
generated Numerous applied research articles-, and stimulated the 
development of community replication of our model. Our. nursery 
program for devfflopmentally disabled preschoolers has been a 
trl-state training arena for headstart and daycare teachers 
serving, as a model for screening and programming. Materials 
' for daycare mothers to provide preliminary developmental screening 
have been developed as a part of our prevention effort and 
circulated through the UAF network. Uniquely Georgetown UAF Is 
■ involved on a regional basis In training J uvenlle Justice workers 
in Identifying developmentally disabled offenders - a public 
documentary is being developed as a part of the project. These 
are Just a few examples of how our yAF Is working towards providing 
better services and better training of -profess 1-onals who' serve 
families such as the G's. It is through the combined training 
efforts of the national network of UAF's that we can provide a 
broad' impact on the quality of 'care for the developmentally disabled. 
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II. TESTlMOHY OF HUGO W. MOSEB, m'.D . 

4 

My name is Hugo Noser. I am director of the University 
Affiliated Program at Johns Hopkins University, the John F. 
Kennedy Institute. 

Our program is active in training, service, technical 
assi^ance, and applied research. The Kennedy Institute 
serves the nation, the region, the state of Maryland and the 
greater Baltimore community. I would like to stress' only one 
area: Servfces as provided by UAPs, using the Kennedy 
Institute as /in examples. 

Handicapped person^^Jji^ the United states have recently 
been referred to as "the next minority." Major legislation 
enacted by Congress — including the Rehabilitation Acts of ' 
1973 and 1974 and the landmark Education of All Handicapped 
Children Act — has assured the handicapped child and his or 
her family of a rightful opportunity for education, employment 
and participation in society^ 

In such a time, it is increasingly important that the 
young handicapped child be provided with the very best of care, 
offered by persons who themselves received the very best of 
training. 

This is at the heart of the John F. Kennedy Institute and 
the University Affiliated Prograun concept. Working together, 
the programs of service, training and research combined 
synergistically to improve the well-being not only of today's 
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child, but o£ children y«t unborn. 

As on« of th« first University Affiliated Facilities 
constructed under legislation initiated in 1963 (P. L. 88-164) , 
the John F. Kennedy Institute has become one of the Aost 
conprehensive facilities dedicated to improving patient care 
for severely and multiply handicapped children and their 
families; 

Affiliated primarily with John Hopkins University and 
medical institutions, Kennedy is an interdisciplinary facility, 
fully conwitted to advances in patient care, training and 
research. It is licensed and accredited by the Joint 
Conmistion on Accreditation of Hospitals. 
— *t is 



worth noting that we stress th^term "inter- 



disciplinary" as opposed to "multidisciplinary" . It is our 
- continuing goal to work together with professionals representing 

various disciplines and in a coordinated effort which has one 

purpose; better serving handicapped children by viewing them 
^ as children with disabilities and not as disabled children. We 

also stress the concept of continuity of care. Each child with 
disabilities must be helped as necessary throughout his or her 
life. It is our belief that service, training, research and 
technical assistance are, and must be, interrelated. Let me 
give you an example; in our Kennedy School, we have enrolled 
a girl whom I shall call Amy. * Unlike many handicapped children. 
Amy was not rejected by her parents. However, as she reached 
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her teenage y*ar. her behavior became literally unmanageable, 
and it was with considerable regret ^hat her parents committed 
her to Rosewood Training Center -- an institution for the 
mentally handicapped, where she would spend the rest of her 

life. * \ 

A^y is almost 18 year, old. yet she functions as if she 

were 18 months. She ha, little self-help skills, and the 
activities of daily living which all of us take for granted, 
had to be performed for hex by trained personnel. At Rosewood 
itvas likely that she would have 'lived among equally handicapped, 
getting no better until she died. 

is enrolled in our model program for severely and 
profoundly handicapped. She has, in less than one year, shown 
' remarkable progress in improving her behavior to the point that 
her parents feel that she can some'day return to their home. 

A child like Amy goes through an interdisciplinary 
evaluation at the Kennedy Institute, in which professionals 
representing some 15 disciplines would offer their opinions. 
These evaluations would ^e combined into a thorough appraisal 
and recommendations for» treatment. 

In A«y's case, the first step was to better evaluate 
he*r potential and we did so by treating her as a whole child, 
and not looking just at her deficits. This led to a more 
realistic assess'ment of what she could do, including providing 
Her with a program i^ which she can communicate her wants' and 
needs to others. - 
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in our w^e 



By sharing her story in our w6ekly confefrenpe^s with 
trainees, they too are getting a better understilnding of 
developmen^ally disabled people which they will take with them 
as leaders in the field elsewhere. 

Equally important, we*are working closely with Rosewood 
and with other service providers, offering them technical 
assistance in how to deal positively with other Amys — for 
the goal of this specific program, is to develop a curriculum 
which can be used nationwide in dealing with children who are 
so profoundly handicapped or whose behavior is so difficult to 
work with that ^i^^would normally end up an an institutional 
ward . ^ 

Last year, the Kennedy Iijstitut^ served over 4,400 
developi^en tally disabled children, either as in-patients, or 
out<-patients. These clients included children with Cerebral 
Palsy, many types of birth defects. Orthopedic problems, 
seizure disorders, lead poisoning, inborn errors of metabolism, 
learning disabilities, children who had suffered head trauma, 
children with behavioral or learning disorders, and children 
with autism. 

In addition, we worked closelv with university and 
residential facilities in Pennsylvania, Maryland, Delaware, 
Virginia, West Virgina, and the District of Columbia. We focused 
on the needs of institutionalized persons suffering from 
seizures or epilepsy, for such persons comprise three out of 
•very ten E^rsons now confined to institutions. 
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Th. purpo.. to r.ey.lu.te the treatment program for 
.ll-patient. with .eizure disorder, and develop effective 
method, of bringing these .eizure. urtder control. We are 
pleased to note that the frequAcy of seizures did in fict 
diminish - and the people suffering from such disorders, showed 
good progress in term, of social ^s.ills . education and vocational 
training. 

It is difficult to imagine separating service from 

training or training from res^^rP*.. It is only in a milieu that 
combines these elements,' that new Knowledge can be unearthed 
and applied, and then taught to others who will themselves 
take leadership, roles. And the one who benefits most is that 
handicapped child, who has the same rights that we all do - 
a fact we are just now coming to fully realize. 

in June of this year we will be conducting a conference 
on developmental disabilities - discussing future directions 
„d the Challenge *of applying wha^ we .now. -The program will 
bring together a broad range ^of disciplines from arour«5 the 
country and wi'll. we hope .\.be a ^significant step in sharing 
our knowledge of service .to othets equally committed to all 
handicapped children. 
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til. TESTIMONY OF DR. JOAN S. BERGMAN 



I am Dr. Joan Bargman, Director of the DESEMO Project 
at the Center for Develo(^mental and Learning Disorders, 
(CDLD) , the University Affiliated Program (OAP) at the 
University of Alabama In Birmingham, Birmingham, Alabama. 

In both In'house and out-reach programs, CDLD provides 
service to individuals who range in age from newbdrn through 
adults. Degrees of invplvement of the clients range from 
mild to profound. 

Exemplary service programs at CDLD exist primarily 
for the purpose of providing a mechanism for the training of 
students - under graduated , graduate, and post^-graduate - to 
nork with indid^/iduals who are developmentally disabled. 
CDLD faculty and staff provide formal coursework as well as 
extensive educational, experiences in a practicum setting. 
Both service and^ training take place within an interdisciplinary 

model. ' % ' 

' Research effort^ at CDLD are directed to problems of 

individuals as well as to problems of servioe deliv^sry. In 

. 

addition to 'documentation and analysis of aspects of service 

i 

delivery r** special laborator^s focus on ^n-born errors of 
metaboll'sm of an heritable disorder of connective tissue. 
Other programs operating within the Center provide service 
and training^ as well as research, in human genetics and 
infections in utero- 
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L DESEHO Project, D^n^nstration of Service Modalities 
for the Non-=on»uni=ative Develop^entally Disabled, is an 
example of the provisi6n of technical assistance a special . 
project of a DESE«0 was first established- to demonstrate 

^.t an interdisciplinary team of mental retardation pro- 
fessionals, parents, supportive personnel and consultants 
\ould w,.. ,o,ether.to provide a better quality of life for 

^ j^vionQ were of a seventy 

individuals Whose handicapping cond.t.ons were 

to require total care, 
. * see What could be done, we selected. twe.ty severe;^ 

-Handicapped individuals who, at , the- time we started wording 
:ith then., ranged f ro^i 7 ..ee.s to 20 years of age. Nofone 
of these individuals was able to co.*^.nicate either verbally 
or non-verbally. m other wor4,,none had any way of ind.- 
eating a desire or need, or ,indeed of showing understanding 
' of anything. ' AU had been fou^d to be profoundly mentally 
retarded- as measured with standardized instruments. Ten of 
these lived in the community and ten in a state residential • 
f.cUity. . Those living in ' the community were not receiving 
■ -comprehensive services.. Two had some means of ambulating. 
^' ■ several have sever, visual problems and one i. deaf. One was 
■ ,..e fed and had no response to any stimulation; one young 
has such severe physical deformities that the crest of 
,Ke-;elvis on one sidfe'is literally ad.ac^t to the r.b 
cage on the other side, his hands rest on his forearm; the 
. only -behaviors exhibited by one is to ma.e rhythmical mov^- 
• ^en^s, to maxe low-pitched sounds and to-bite at anything . 
. .Hat comes into hi. reach. Several hav, spenf their Uves 
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in cribs or crib-Ii)& wheel^ objects. Unfortunately, these' 
iwenty are.representati^ if individuals- who ar^ found on bac^ 
wards of inakitutiowi ^n'B fdt^whom the care routinely given 
•Recognizes ^iij-therf-no hunfc po^entia^. Thefre is little 
positive that could* be said regarding' the quality of life 
vfor ^ther t'^e indivijjuajrs or theif par^its. 

the 20'"%#ere dfeliberitelft cho*8en with a wide range of 
iniff^idual differences, iffthough we h^ provided services 
''to this icoup: iur.resdurces h*v^not allowed us to {provide ^ 
all of the services ^ese individualajjg^eed, ' In 'ftpit**of 
t^is, our»,|gj^Ults are impresiiv^^iiid in some ways shocking. ^ 

• All^i^ gpw'' receiving cSmp^gi^nsive services- 
' ' f'^^ ^ least thre# a-r^ receiving training in a yisual 
" communicajtion ^ystesi; two of thesl»each^understand 

' " over 100 words and exceed ou^eclinical ability 
tcy transmit their expressive capability. 
For six individuals, /nnovative positioning tech- 
niques have permitted improved functional abilities 
and are, hopefully, arresting further postural', 
deformities. Thi^ has also^allowed four to "see" 
with their eyes - an experience previously denied 
because of being^ locked into a total reflex: pattern. 
» Three were*' found not to be profoundly ^mentally 
retarded.;, One very young child is deaf with 
probably normal intelligence. Two old«r teen- 
agers arji certa^'iy in the high trainable range 
a^d at least one *bf them is-probably educable. 
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It is exciting to see a. young person, until recently, 
spending »ost of his time in a crib-type bed and categorized 

,'and stigmatized as 'oon-conmunicative and profoundly mentally 
retarded, now 8itt^ng up an adapted wheelchair, learning 
a means of communicating and, recentlj;; cheering on the ,^ 
basketball team of ..the University of Alabama as he attended 

"a game* 

, 'it is exciting to hear that for the first time, 
specific children "fttending a classroom for the profoundly 
• retarded are able tp make their needs known to. their teachers 
and 'parents and. sre even "talking w^h each other." - 

What was our. purpose in working with these ^O" indi- 
viduals ? we worked vith these 20 individuals to develop 
methods. which can be used to serve all individuals with the 
severe handicaps of profound mental retardation and no • 
communicative ability. No one knows- for sure how large 
this group Is;^ one estimate places it at 300,000 individuals 
.in the U.S. Of course, this group is ver^ severely handi- 
capped; however, many of the methods described can be and 
are, being used with individuals with other handicaps. 

• Alreaif, techniques developed by the DESEMO Project 
lire' being applied in Partlow (where approximately 1,300 
' individuals reside), in a State cWed Children's Service 

program, in a public school system,\nd in a-cerebral palsy ^ 
- center! Requests for our techniques have been received 
from mi^ny .states and some foreign countries. 
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Some specif ic ^exan^les of our work include: 

• identification of the developiaental milestones 
in vision; 

• deve^^ment of a technique of assessing visual 
acuity in infants and the adaptation of this 
technique to the profoundl^r developmental ly » 
disabled; , 

• vision function testing of the individuals 
(approximately 600) residing at Partlow State 

-Sphool' categorized as profoundly retarded — 

* ' ft. » ' . 

» this resulted in care for individuals as well 
as the first, vision function data on this 
population; 

• major input into nutritional care at a state 
-facility where approximately 1,300 individuals 
reside; « 

- * 

• blood chemical analyses of approximately 700 

fg 

individuals leading to a ^critical and, as yet, 
^' unanswered question. Is the high beta caro^ne 
level in ' the Jblood an indication of an unidenti- 
fied ^n-born error of metabolism and, if so, 
would early identification and treatment reduce 
or* eliminate some cases of mental retardation or 
is the problem a result' of the form of food given 
to 'low functioning individuals? 

• development of a program for instruction in visual 
symbol communication. Blissymbolics is the system 
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we have Chosen to teach. The receptive part of 
.the program has been developed and has been used ■ 
with a population ranging from' profoundly to 
mildly mentally retarded and from profoundly to 

Irt^sically handicapped. -Individuals have 
averages learning 1. 12 . synix^ls per session 
iaverage. length of tjime, 20 minutes) and have 
retention rates of from 90 to 100% over a period 
of a year. The program is now in use in sev^>;al 
centers. The protocol is being published in order 
'to make the program available to others. People 

al toreic 



tram all over the U.S. and from several Toreign 
countries have requested copies. 

The device to use for expression has been a major 
problem with those available commercially having 
very limited data banks and/or having costs 
ranging upwards from several hundred dollars. 
The Telephone Pioneers of the South Central Bell . 
Telephone System, are joining with us,^at no cost 

to us, to solve this problem. We expect an. 

inexpensive, easily re-plicable device to be 

developed shortly. 
, simfle^po^itioning is -l^jor problem for people 

in our target populatiW. Not only can they not 
■ support themselves in a sitting position, but most 
have such severe physical deformities that they 
cannot be propped in a purposeful way. pevices 
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available cost upwar* of $1,000 and are generally 
unsatisfactory. We have developed a process for 
making an individualized chair insert, molded to 
the individual's body whatever the configuration. 
This is now in the field trial stage. We antici- 
pate the cost to the consumer to be no more than 
$50 per insert. 
These are -«»ly some of the things we have done and 
are involved in. In general, at our UAP and with our 
Project, we are effectively carrying out the concept of 
technical assistance as our Project members work with people 
in the field in identifying and then intervening with 
problems, but always working with a local care-giver, not 
assuming themselves responsibility for the daily provision 
of service. / , ' 

Summary . It is my desire that you be con^infced of 
the necessity of specifically desi^gna^tlng to certafa people 
the responsibility of providing c(3nsuitat>pn ^to .service 
providers, planning 'groups , service delivery sy^^ms, and 
educator's. Mechanisms for dissemination of information 
skould be easily accessible and efficient. This is generally 
called technical assistance and i^ the obvious link between 
research and development and service delivery, and must be 
supported if there is to be an improvement in the care of 
the severeU-y developmentally disabled. *UAPs across the 
nation are in optimal positions to provide technical 
assistance. 



special project funding is sound and should^coatiflue. 
DBSEHO* though hosted by a OAP. required special project ^ ; 

funds. J j. .. 

IV.- TPSTTMOOT OF »TrgABD SCHIEFELBUSCH , Ph.D. ! ' - " ; 

My naioe is Richard Schiefelbusch. I am DSrertqr; o€; j^ - ^ 
Bureau of Child Research at the University of Kans^^^: . 
The importance of applied research in the pr^reUi-. of 

■ the University Af filiated Ttrograms (OAP's) has • tr^b^se: -.y,;./ 
significantly since the program was begun in th^A •-..^ j - i..' ■.' 
middle 60- s. At the beginning, it seemed. certaih.t^at^^^^^ 

needed significantly more trained professionaiypdr«0*ii>^l^ fa ■; ^ 
serve the- large numbers of neglected and pooti^ :iii^^i^r r i y ^ 
handicapped people. Also, we assumed, corr^^l^^'j^i^rfk,-- ^^^^^ 
the training ceuld best be provided In unive^Si*^ 
interdisciplinary centers where trainees ^.J%i;;ob^rv^^^ , ' V 

best, programs of service and service in^ictlpn-^iVai^^^^ 

■ in this manner we hope to improve the iiy^id^/af;/I^^P'<^^^ 
and the quality of programs for the hiti^cMiP^:^]j^:^ /; . 
developmentally disabled into various^-^eir^ftte^-^ei^t^^^ 
institutions, schools and the communiftdds* ^ " <- - V. ■ 

The functions un-derlyin4 the/p j^n/wa^' tha,. rth^^^p^^^^ 
expertize already exi^t^d fir' ^rovi^i^i; ^^e'^P^icW ' ■ ■ 

■ trairtkg^eU if 'rtdt It wSul^ co,^, t^c^^^h^^t^t^^^ °£ - , 

infonnaition fr;m;baAc *nd applied, ^^a^^^S^^^B^ ^ ; 

settings irV wHich the -^Adk' were lop^b^idr jP^SViraabl^ 
relevant research ^s/lo .be sponsore^ 'ji^. ^^^9^ 
^state. and. priva4' Sources not directly '-r^ilpbnsm the 
• program? .of the OA^'s. , /.^^ ^ 
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Duiring the year, since 1963 a number of important changes 
have taken Wee in the Ws arid the priorities they serve. It 
is now apparent that the OAPs should sponsor applied research 
projects that bear directly on the training and ^on the exemplary 
'service mission that they have undertaken. Furthermore the 
research miiSp^n of the OftPs may now be viewed with the same 
sense o£ imifoftance that is given to training and service. 

Urgency stems from the revolution that is taking 
place in the pattern of services and indeed in the way of life 
that society has decreed for the developmentally disabled. 
They are now being deinstitutionalized and mainstreamed. They 
are now being moved into the educational, recreational and 
social s^tems of communities. As this takes place and as we 
prepare for >normalization we find shortages in our training 
programs and in our mbdels for environmental designs and in our 
programs for daily . living. ' 

There is a vast nuJkber of potential prob'lems surrounding 
the effort to give the handicapped equal . A^hts to a life of 
dignity and fulfillment. Our purpose in the very brief time 
availtole is to sketch a few of the most important issues which 
should now beresear^;)!^ First, we need research on existing 
service^ systems for the developmentally disabled. Several 
questions have Arisen; are current service programs appropriately 
designed in regaVd to* costs, educational, ^re^iabilitative gains 
"and health care provisions? As we change frgln instituti<?nal to 
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co««mity ba.-d .ervice., are we selecting the best n»dels for 
the new prograias7 Best should be considered to be those 
programs which offer the n»st effective arrangements for the ^ 

lowest unit costs. 

Research of service systems is especially important for 
the severely disabled. If they are to live successfully in 
least restrictive environments there must be suitable living 
arrangements, training programs and care provisions. The 
design for these efforts should be worked out by service _ 
providers with participation of_ UAC ' personnel who hav^ the 
necessary expertise for designing and implementing service 
prj^ans. The best developments of such ef'foirts will often require 
"applied research. » .■ ; 

In addition to research on service delivery systems we 
also need research^ on .care programs. Many corm-unities ixe not 
• likely to have the medical personnel to plan for and to service 
the severely 'handicapped. Consequently, we need resparch 
leading to special designs for- technical assistance and for in- 
service training. A close relationship must be established in 
which UAP personnel visit communities and help to design plans 
for new services. Epidemiological data c<^t estimates and 
sources of si^port must be matched up with needs .estimates. 
Beyond this planning there .must be a monitoriag system that 
serves »uch the same purpose that a clinical service department 
provides in a resident setting or a teaching hospital. 
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These tiio exaa^les, service delivery, and care programs, 
are only two of many applied research areas that should be 
developed or expanded. 

The applied research we recommend is essentially of two 
kinds, (1) the applications <^ basic research findings and 
research meth<ids to the problems of the developmentally 
disabled,' and (2) research that is designed to solve some 
important problems of the developmentally disabled population. 
He are aware that many important developments in health care, 
rehabilitation, education and community living have come from 
the applications of basic research' to the problems of the 
handicapped. The critical application came about because some 
alert professional worker Icnew about the basic work, understood 
its potential and was creative in applying the method or the 
procedure for children in settings far different from the one 
in which the research was performed. 'Thu*, the work of Piaget 
on cognition, Sidman on perceputal gerferaliz^tion, Osgood on 
language models or Premack on primate language had been . adapted 
to serie the learriirig objectives with severely delayed children. 
' One must understand however, that these applications were not 
easily developed. The special individual differences and 
individual nieds of developmentally disabled children must be 
' carefully considered before the most ingenious research findings 

can be applied. Careful plans and carefifl assessments must be 
\ undertaken Jind the results must be carefully considered in 



or, 
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refining ptocedure.. Finally, the approach or the «thod in 
.^..tion nn..t be described in great detail so that others can be 
taught to perfonn the- procedures in order to get similar results. 
Otherwise the desirable effects of the bold new procedures- are 
not lilcely to generalize to the many settings where deyeloptnentally 
disabled childtd^ live. 

The careful work just described has to the creation 
of a technology for applied research that we did not have a 
few years ago. He can now undertake to improv? services that 
we previously developed by guesswork or tradition. The '•• 
co«a>ining of epidemiological data designs with systems planning 
for instance, enables the planner to estimate more closely the ' 
:■• «.rvice needs and the cost figures for a co^unity. -The 

transdisciplinary efforts of prof ession^al teams from the UACs 
■ are now able to .train service staffs and to follow through In-. ' 
■providing a balancesand often lower cost service staff for the 
community setting. 

It may seem tedious for me to poifit out the genera! 
mechanisms for applied research with the developmental ly 
disabled. However, we should realize that it was the careful, 
tedious appUcations of applied researchers^ of 10, IS an* 20 
years ago that have givea us ■ the Credibility we enjoy today. 
I„-f.ctthe.breakthroughs in feasibility that they have achieved 
now enable us to" teach .the severely retarded and to consider 
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placLg them in cowiiinity-^^ngs and: to include them in class- 
rooms afcd work activity* settings. It was these applied 
researchers wh^l^ked fo^r better methods" for the^^andicappfed 
aiid who did nVt/f^op until thejf found a ^tter way, that we are 
•seeking.to increase in -number and to place in more prominence 
in future planing for the handicapped. 
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y;7 TESTIMOirf OF SELDOK TODO 

• nane is Seldon Todd, "l am Executive Director of 

the America. Association of University Affiliated Programs (uxPs) 
for the DevelopmentaUy . Disabled. , The Association, represents 
46 university Affiliated Programs funded by The federal 
government. Tl.e Association support, H.R.11T6U in general and t.e 
BAP portion -specifically. . 

The proposed language would -.for UAPs : 

(1) Legislatively update a sound program initiated 

- 15 years ago. 

(2) solve some imiiortant problems in the implemen- 

* ■ . 

tation of the -program. . 
. C3) Extend the program^ in, a modest but significalit 

; " : . ..... <7 

nl.fi nition. of n nivpr«itv Affiliate Programs. (UAP) . . 

we support the definition- of university affiliated ..^ 

prbgrams as-presented in ;sec. 3 of H.R. 11764. which would^ 
amend Paragraph (10.) of Section i02> 

■ : . .At. present. University Affiliated Programs (UAP) are 
legislatively aefihed and .provided administrative mippo^ ^ 
urtder this Adt but are also funded under several other „ 

' authorities. The. lac), of a specific comprehensive definitipn • 

■ pf OM? has interfered with the Secretary's ability to 

• coordinate the different funding element^ of the program. 

■ It is theUntent of Congress that USPs provide, a nationwide 
networl.' of resources on which states can reliably count to 
•perform certain specified functions in relation to the system. ' 
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Mhich deliver services to developaen tally disabled indivi- - 
duals." The definition of OAPs specifies that each and every 
program conduct portions of the following functions in an 
exemplvy wanner: training, service, technical assistance 
and consultjJig arid dissemination of research finding. 

Tiic definition presented in" H.Ri |1764 is c*npatible-. 
With the recommendations of a group of national- leaders who 
farmed a Long-Rapge Planning Task Force oa University Affil,- 
iated*Faqilities and issued a report entitled TWttole of 
Higher Education in Mental Retardation and Other Develop - 
' mental Disabilitiie6 in October 1976. They recorninen4ed that 
the UAPs, a significant national . resource craated by Congress, 
extend its mission in thr|^e areas: 

• First, technical assistance should be systematically 
offered to state ^nd local agencieS. 

• Second, UAPS can .and , should help brinq n^w seryice 
' methods to individuals with develoffmentai dis- 
abilities. There have been signif icanf'break-- 
throughs* in research which could, if applied, 

» substantially reduce the number and degrfee of 
developmental disabilities. This dir^tl^fits 
the training and demonstration servijme r6i^s. 

• Third, UAPs wbuld also be required to identj.fy 
areas in which services could be improved^ through 

- *V service related research and bring such areas ta , . 
the attention of government and other agencies 
I * sponsoring such rese^r^h- Service related !Se*search, 
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generally ignored to d.te , would greatly increase ^ 
the ef f ectiveneis and^ efficiency of services. ^ 
" . ■ The definition also progpses that OniVersity Affiliated 

"pacilitie^ be Ranged University Affiliated Proarass- 
V«,en t^. Pro^ran. w,,. initiated^ in 1963. there wa, -a >etious 
Keed for construction. The situation has changed tod^y^^with 
universities ahle to rent or assign space to the>-.rogr.n,s. . 

4* University of Michigan. 
.For exin«5le. the UJJ- program St the Universw:y 

' J^„„>= firSt. UAPs, occupies a large leased 
one 6f the Ration s first UArs, u i- , 

z ' . ■ ■ \, V* 

building. ¥ "i* 



ftaministrat^ v or Core Grants ^ 

. sec. 121(a) presents a . ,,^teVstaten.ent a# the purpose, 

Of the h^sicOAP gra^t authority than current law. Specifically, 
-core funds- are neede'd to ad.inis^r and operate each UAP. 

.OAPs «re now funded by multiple sources. The Gra^t 
authority under this Act will continue to fur'nish adminis- 
trative support to- tnt^-rog^am but further, require the ■ 
secretary to establish standar*ds that, all OAPs must meet as 
a condition . Of -recievingfunds . as OAPS. We . recommend that ^ 
congress'^pecify 5250,000 as a minimum core grant level. 
By doing io. congress would be making its intent that^.ach 

be exWlary. Xn the. past, funds made available thro,^ 
;he appropriations process have. been spread too thinly 
across programs, thus cpmpromising program quality. The .^^ 
5250,000 SiWe was reconun^nded by an independent P*nel ^.f 
• experts:, The^Rol^^LJiia^l^^ 

.... n,her Deve^o r""-"*^^^ Disabilities. 1976 . 
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It is also. recoiniSended. that the word "core" be ■ 
.nserted in the legislation to strengthen the understanding .li?^ 



iy. HEW that funds Wde available under ,this. Acj^, are tor 



idmini^trative purposes .and must ^e tied t^ether with pro 



jranonatic support from universities, states, anc^^^er 
federal autljl^rities. % % '^^ \^ 

applications (Sec. 122) ^ ^ 



Tlv? language pf. H.R- 11764 wo^ effective!^ solv^ 

severalyimportant prq*)lem$.-now faced by ^^^^J^^ program. 

The requirement that Secretary^jJablish stan^ds 

for UJlPs woul^i help insure that every UAP^ funded under this 

Act ill of ^''a quality adequate to carry out the fcssions speci- 

fied by the definition i^f UAPs. liv- the pSsf, HEW»has in 

' ' ^' ' . 

some, instances, spread *¥unds too^hin. 

. -4* . ^- ■ ^ \ 

* ' For ?hdse prograr^ wftich do not mee< standards once 
established, a^ three ^ea* time-phase# capacit;,^ ^oilO^ng 
period vJlll he^i^i injure that all^ states with existing pro- 
grams TKill continue^t^^ serven. 

' The esta^^lisjJjTt of a fori|i|ri^applicatio*\ process 
requiring review by eacft Feder^* agency providijig funds to 
the OAP prograi#will ef>lMnce ptogram coo^fnation ^nd effect- 
iveness. At present, the flivelppmental Disaffi-itfes Office, 

' . ' a . ■ 

the Office o^ Maternal ^ndprthild HealtH and the2>B»^eau of 

■ . . . 

Education for t4ie Handicapped each provide UAP fu^- No 

formal requirement for coordinati(*i' of ^he ,^enditure of 

Vhese>tunds exists withi#HEW, although coordination was 

cleariy Tntended by Congress y^n .the program jgs first 

crea;tedin 1963. . • ^ 



The creation of a formal HEW coordinated application 
process wiU flso establish orderly, nationally understood 
and;consistent%plication procedures for the creation of 
new «APs. lif- the past, procedures for 'establishment of new 
programs have at best been haphazard. 

Grant Authority - Subsection 121 (t>). 

Section 121(b) authorizes cooperative applications 

from state governnvent agencies and UAP's i% the following^ 

four areas of national prio.rity. A modest tijne limited ■ 

in^^'estment in these'areas will promote nationwide progress 

through competitioi^^nd example, 

1. Provision of Services to . Individuals in Rpmote 
Geographical Areas ■ 

, ^ ^ ..6ec.* 121.fb)'(l) will co«itinue a natioffklly funded 
■ portion of the satellite center concept contained 
in P.L. 94-lb3. However, it is ^htended that ma^or 
responsibility for the satellite program be trans- 
ferred to t^^e state level in the standards to be 
, "established by the Secretary. Such \sta/ndards shall 
■ require each UAP as a part of its laa^^mission and 
funding, to work with appropriate state >Tid local 
.agencies .to dreate service capacity in 
C are^s which are now unserved or under served. Needs 

\ ,in unserved areas can be more effectively identified 
t and met at state and local levels than at t?he federal 
^ level.^' However, some areas / such, as Indian reser- 

vations., can be>fully,and effectively treated by 

^ States Slone. Hence, "some ftn&s are ^uthorizid for 
' expenditures at the federal level. 




2 and 3. State Manpower^ Planning/Training of Service 
Providers ^ * ' 

Sectipns 121(b)(2) and ( 3) a^gj^ntended to 

stimulate the development of better method.s and 

working relationships between state ag^cies and 

UAPs on the planning and training of. personnel 

that provide service to developmental ly disabj.ed 

individuals. Most.*^rvice pers'6^er are paid in 

whole or in part by state furfd|^ . At present, UAPs 

concentrate mainly on trt^ning jSrc^esaionals 

. p^i^ii'tQ their entry into^-lJie Sfrvice system and 
^f. - ■ ; V \ ^ ' \ . 

^ state plans h?ve t^nOed to ignore manpower planning. 

sinpe almost all services to developmentally dis- 
abled individuals are "personnel"'services and the 
effectiveness of such Services are often highly 
/en^itive .to the quality of such services (^.g-, 
diagnosis and treatment planning, custodial vs. 
developmental services) , this lack represents a 
significant gap in existing state "planning- 
service" systems/ 

These provision will help UAPs support the 
development of State Plans under Sec. 11(b)(6) of 
H.K. 11764. 

^^H,.R. 11764 [Sec. 11(b)(6)] requires that each 
State Plan provide for "an assessment of the 
adequacy, of the skill level of professionals and 
paraprofessionals serving persons w;ith developmental 
disabilities in the State and the adequacy of the 



ft 



•258 ■ 

State.programs supporting training." This is a 
highly important feature of H.R, 11764 and may prove 
to be one of the most far-reaching provisions of 
this bill. 

4 . - Service Related Research Program 

Section 121(b)(4) is intended to fill another 
major gap - research on improving servic^e effect- 
iveness, as discussed by Dr. Schiefelbusch; Federal 
funds now sponsor basic MR research and support ' % 
training. ^ Very littl^ work has been sponsored to 
improve methods of delivering proven services. A 
"'modest iavestment of federal funds offers the promise' 
of saving many times the amount of*^ investment since 
services are highly labor intensive, c^^ften expensive 
(e.g.., interdisciplinary diagnosis), and often ^ 
dependent on quality for effectiveness. 

Special Project Grants 

This authority has been very important to indivi- 
dual& with developmental disabilities and should be continued 
in^H.R. 11764. ,It is important because special pi^oject grants 
have- supplied funds for sorely needed demonstration prograuns 
related to the delivery of services to developmentally dis- 
abled individuals or to training of m'anpower to supp^t 
such services. #^ 

An example of cooperative effort in the study of 
the aging process of developmentally disabled persons is the. 
federally funded Project of National ^i^ni^icance whicl) 
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brings together five, UAPs in a consortium formed specifically 
for this project. Each UAP is examining an area of concern 
in serving the aging and aged Hevelopmentally. disabled pop- 
ulation. Results of this consortium project will be 
disseminated nat!£c$hwide and should have impact qn -our 
knowledge of the aging process and our ability tc^ manage* it 
in the developmentally disabled person, ^ 
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■ Irea; and Mrs. Linda G. CftnnorS who is a-Roprosentatue of the 
' -Tuberous Scll>ros,is Association of America . ^totemonts will - 

We ^Wlcome each of you to the committee. Your statements ^^^u 
be made a part of the record in full. You may proceed. 

STATEMENTS OF EICHARH .E. VEKVJLLEi COUNSEL,^^^^^^ 
EASTER SEAL SOCIETY FOE CRIPPI^P CHILDREN Aim 
MARGARET CAUFFIELD, COORDINATOR. P^^EO^ff ^^.^S' 
FECTA NATIONAL CAPITAL AREA; AND LINDA G. CONNORS, 

wSrECTOR, TTO^^^ 

■ Mr \Wlle. ^hank you, Mr. Chairman. I am appearing in behalf 
; : of the Easier Seal Society as you have indicated.^ ^ 

Mr.- RoGERfi. Your .statement -will be madfe pait of the recora m 

' ^"Svit^vSviiS I will'.highlight it. TherV is not" much that one can " 
addfo 4S vShav^ so thoulht fully listened to for the manv hours 
if^p&Wy toiichedV Mary Afcerley-s statement 
• -with a somewhat dimrrnt st^aip, w(uo1t is a moral ""^'^^^f /^^^P 
^ :: S^^„eSily hear.oftVh in these committee sessions. But I think 

•bm generates is^iliat^there is; not a system of f ^l- o c , 

:these aremaWn^^ha)vf?fsin t:he.-iiq\itc jn-Sfwau _ ' as' ., 



" ' ^'T^iVinl-'riS act Hlie^T) A.i it^ ii^^^o.tant. rft. least at this pefl^ 
■.V I think tlii^-aci.. 4Hi .1/' . - 1 ,;,^,.i,.,«^5ni'for attein 
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ing to organize care and do some planning to improve the situation 
trh&t I hftV6 described. ^ 

That leads me into the definition because I think you cannot, as iny 
statement indicates, answer this question of wliat the definition should 
be through semantics or through science. It is ]ust a question of what 
definition works best, given the purposes of the law and the purposes 
are those that I think I have attempted to lay out. , , 

To me, this means you have to start with a definition that is tunc- 
tional, that tries to define Jthat category of people that are so, to use 
ari inartistic phrase that Elizabeth Boggs has used, so severely clob- 
bered that they really cannot, even with the help of caring fijP.'H.V,. 
manipulate that system very well to organize'.the services thev^^ed. 

I think it makes sense to limit tlte definition to disabilities tJIq^t are 
manifested at an early age because I think with regard to thfse dis- 
abilities, there is a particular in^edinient to one'.s iiiatiiration and 
development that leaves these people particularly viilneriible. 

Mr. Rogers. Do I understand you support the majority position on 
the Commission? . , , * 

Mr. VERvrLij;. More than the minority and more than the present 
law. I was on tihe task force and I must admit some, people accused 
■ me of taking a Valk in the last meeting*. I did not vote. I was not 
there. Had I been there I would have voted for the majority opinion 
because I was given just two options. ... . t 

.The only problems I have with the majority opinion are that L 
think tlie "last two elements are rather vague ami it is luird to hgure 
out what the intent is and they will bo very hard to administer i 
think some language dealing more procisoly with the notion that the 
impairment limits their knowledge and their skill m such a way that 
they are unable to function in the ordinary social setting such as em- 
ployment or planning one s own affairs woiiJd be a much clearer way 

to state those. , x xi t 

I do not think you need the last one, to tell you the truth. 1 thinHv 
the minority report is very misleading. I think sonio/pcople feel it 
makes a major change and I do not think it really do^^s at all. 1 am 
sure that the drtifters of it believed it would have such a. limited 

effect as I do.' » ^ , . , • . j i *- 

But I think it would have no effect. I think ]ust the addition of 
those four categories to mental retardation in the so-called similarity 
test will have little or no effect in operation. There is a sin^Tfarity test 
in thp lav n^w, "similar to mental retardation." To my knowledge, 
there hjfts been very little expansion of the program. 

The £hree things you are adding are supposed to be similar to men- 
tal iftardation. If they are similar to mental retardation and nothing 
else has \^ found similar to retardation, it is doubtful yoii ^ylll hnd 
anvthin^Piilar^o those four to deal with jusf the logic of it. 
i think^u neoct-a functional test. I think the report language in 
■ the bill can be ^d probably should be very specific about the types 
of disabilities that the committee is thinking about. I think those dis- 
abilities clearly include the four that are named in the law and i 
think some others probably should be included. 
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I would like to submit for tUe roconl a few examples of cases that 
tlip rehabilitation centers have had which kind of ^graphically show 
you, because they are supposed to he samples of cases of children — 
there are two CPs, three spina bifida, one spastic heuiiplegia; and 
the services the people need are basically all the same. 

Mr, K(x;eks, Without ol^ctiou it will be made part of the record. 

Mr, Veuville. Thank you; Mr. Chairman. 
. I Testimony resumes on p. t2(>4.] 

[Mr, Verville's prepared statement and attachments follow:] 
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Mr. Chairman: ' 

I am Richard E. Verville, Legal Counsel and Consul- 
tant to the National faster Seal Society for Crippled Children 
and Adults. I served on the National Task Force on the Defini- 
"tion of Developmental Disabilities and chaired the .Committee^ 
dealing with the relationship of the developmentally disabled , 
population to other' Federal programs. I also serve as Secretary- 
Treasurer of the coalition for Health Funding, and Vice 
Chairperson of the ABA Committee on Health, Education 6 Welfare 
Law. I am testifying ^oday on behalf 'of the National E^^st^^r 
seal Society for Crippled Children & Adults ("Eastv Seal^). 
He welcome these hearings and express our gratitude to you for 
your continuing interest in thi, Developmental Disabilities Act 
and other programs for the disabled. This Subcommittee has shown 
support for and Jhterest in the health needs of chronically 
ill and disabled pebple through incorporation of medical rehab- 
ilitation services An a number of comprehensive health care 

prograuns. * 

The National Easter Seal Society for Crippled Children t , 
Adults, a major vo-luntar/ agency organized 58 years ago, pro- 
vides physical restoration and other rehabilitation services 
for physicafey disabled persons including 'those with "develop- 
mental .disabilities" . Annually, approximately 360,000 disabled 
persons receive dfrect services from affiliated societies which 
operate 2,000 programs and facilities including 300 comprehensive 
medical rehabilitation centers and nu/nerous workshops and spe- 
cial education programs. In 1975, $51 . sji-iUion ot the 568.7 
million expended was for program services. The 300 outpatient 
rehabilitation centers are major provider s|^ health finincing 
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X. -cre -nd Service., for Severely Di.-bled and Chronically lU 

-UK.. many other' issues which arise with respect to health 
care, service, to the chronically iU and disabled are most 
" notable for their lacK of organization . and management. Ho«- ^ 
ever, these probl««s for this population are particularly acute 
because of ^he growing size of this population, the duraUon 
of care needed, and »ost significant, the diversity of care and^ 
services needed^ : It has been estimated that 80» of 'all illness 
in this country Vs chronic. "Learning to be Vour Owp Doctor", 
Sandra te..nxweig, fiewVorK^^ 

estimates that .b.ut 14» of the noninstitutionalized population,. 
or 30^milUon people, suffer from functional limitations result- 
■tng from chronic disease. "Health, United States, 1976-19777 
^ ■' HfeW-^HS, Publicaaon 77-1232, p. vii^. This population, however; 

•accounts for .1* of -hospital days and 27» of physician visits. 
' xn addition, a recent Urban Institute Study, found that 

about 93» of the 2 million individuals institutionalized .n • 
nursing ho.es", mental hospitals, mental re'tardation facilities 

' - J were severelv_disabled. "Compre- 

and chronic disease hospitals were severeyus-;^ 

.ensive Service Needs StudyV aune 23, 197S ,HBW 100-7.-0309) 

ra«.,. The "Comprehensive Service Needs Study" estimates that 

about 6 mUlion individuals have severe disability resulting from 

nh^ '"This Study indicates that for the 
chronic illness or accidents. This btu y _ 

' population 18-64 with severe disabilities, the impairments «e 
generally orthpedic 'or ^sculo-s.elet.l .ZS*, . .neurological 
,nd mental ,18»>. or cardiovascular C23», . CNS. pa.e 80., 
..pical cases include mental retardation, cereb,.! palsy. 
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convulsive dieordelrs , arthritis; multiple sclerosis/ muscular - 

dystrophy," visual impairments, spinal cord injury or disease, 

stroke, diabetes and its complications. See CNS, page 69.-88. _ 

■ , * • . ■ ■ ■ *i 

To" provide more iminediaie and living examples of these ^ - 

statistics, we. recently requested a representative group of our ^ , 
rehal^ilitation centers to provide sample case profiles of those ^ " 
^served. We would be happy to provide such profiles for the 
re<^rd. The typical^ cases are young children with cerebral 
palsy, spina bifida, spastic hemiplegia, deafness, and adults CTith stroke. 
How do our existing health and social agencies and pro- . 
" . fe^ionals care, for this population? The needs of this popula- 

^idn vary enormously depending on the type of disability, but 
• commonly most all severe disabilities^ those leaving individuals, , 
with serious limitations preventing them from carrying out typ- 
ical activities of 1 iving ) ' demahd services at some time during 
their chronic condition from all major elements of pur health • 
and sdcial service systems: health care, including acute and 
rehabilitative (inpatient and outpatient); special assistance 
with regard to daily living and residential needs; social ser- 
'vices such as recreation, training' to care for oneself; 
transportation' assist.-ince. education: volitional training and , 
placement. See CMS. pages 144 and 189 reflecting a survey of 
900 severely disabled individuals determined by state rehabili-> 
tation agencies to have no immediate vocational goals or served in 
■ comprehensive rehabilitation hospitals. 

Generally, these cases wi U all have some degree of need 
for health services. Th« current health agenc ios -^re limited 

their^ability to meet even the health needn. For those with , 
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Phyiiclil ai,t«bili€iea-th«re 'M« .inpati«rft rehabilitation pro- 
gram, in reha'bilitation hoBplial. (50)". or rehaiiUtatlpn -units 
of .general hoipit«l» (380), Jn additibn, there^nte about, 21^0 v - 
outpatient rehabilitation centers. accredited, by thi Conunission 
on*Accreditatiort of Rehabilitation Facilities and another estt" 
iMted 300 which could achieve that status, some df. which are 
;ioint Comiission on Accreditation -of Hospitals .f-JCAH") a««:redited. ' 
■The cmprehensive 'prog^uoa among these seek; to msiiage cire ovet 
th* Miration of disability including, vocationamdjustment, 
•bcial .ervices and continuing primary *nd rehabilitative health 
care.- . However, there are >obv^oi.sly very few of these t^amprehen- ^ 
r-aive pSgrams: perhaps about Vofo.as estimates bV the dbmmiss^on 
' on Accreditation of Jlehabilitation Facili'ties CCARE-), orm ' 
per state. -And it must be remembered that these ijtograms ohly o 
deal with physical disability; not mentaj; retardat£on and not > 
all r^rological impairments Also, even where these programs do 
exi^t, there is no systematic w'ay of assur-'ing i^nsgement o? 
care for Wchronie,lly ill who may move from a physicidn-.to. -v ^' 
a nursing » ^•"•"l hospi'tal to a nursing home. A'^F^^ 

At vatious time^ proposals hav.e surfaced to deal *>lth^r'.._^ 
the. l.cv' of programs to ^anagS-on.a cg^inuous basis the qare .. , 
chronically'ili^and disabled people,- Co,™unit^ Long-Term 
" C^re.qenters have been proposed as a pirt of' health insprance 
financing, and Senator Humphrey had proposed: chronic care ^ 
centers. Yet, the attention^of ,^Mth planhers and policy-:' - 
.{.akers has been fi^ied primarily up^^'^cute care problems and 
- the 'need for improved system*. to manage and prevent* illness, ^ 
e.g., HMOs.>Whn.? the Health Planninq^. SosWce Development 




fcct is focused on iBproving the ffleWjjgfs of deliver^^^^^^ 
J.t likewise, has not and probably wiU.not focus on 

care and the integration of health, social and other ser^?.- . • . 

II. • The Developmental Disabilitites A?t. - a Definitional ^ ^ 
Problem f ,y 



regarding th<i' Devel6pii^«t,l 4s^^.^li""" ^""^ 
: definition of DeveWj.ehVal Disat'ilities ("DD") cannot be 

Leloped independent of the structure and purpose of the pro- 
■ " ^an.. Nlither, medical ;cience nor semantics will produce an - 
: „s;er Which lawm-Xers should use. The most appropriate def- 
initi^^n will be one which .best serves the goals of ^ program, 
second, t'he goals ot the program have been (and are even more 
f * ■^..early.so in H.R,1176.), to plan for andorganize .eeded 
^.V' health U-kocUl services for the^D population, Essentially, 
' t.e program has always been intended to focus on those severely 
. disabled peopl-^th ch.onic impairments substantially limit- 
- ing their -abillfy "to functicv> nonnally in society" and for ^ 
- •wi.om such programs are of critical importance because they are 

often left out of the "system'. It has, however, in effect 
^en limited to four categories of severe disabil.ty : mental 
. ^ retardation, cerebral *lsy. epilepsy ari, autism. These 

' Clearly a.e diseases which can and often do result in severe' • 
. disability affecting one's capacity perfor,. ord^^ar^ocial 
■ .uncUon^iXe wor.. mana,.ment of a houseHtld and^one » own 
basic livVng needs such as mobility, communication, etc. 

Ou. societies presently #rvo many- Db persons, mainly 

• , those With cerebral palsy., ul.^ ■ we do not believe that ^ 



definition should be by di8i»*.» «« ""^^ no<«t but rather by, 
a functional description of disability. As a result, we do nof; 
•support fcontinuing.t».e present definition. .Nor can we support , 
the Report minority ojAnion becau,e, regardless of .the 
Botivatiorio^ the minority opinion, it simply xestates the 
present 'law in effect. Tf,6 '^y difference between pre^eWt law 
. and the minority report is the inclusion of cerebral palsy,, . 
-epilepsy and autism. with mental retardation as diseases wh^h, 
" if fc<4i8«bility is similar to them in effect and services, | 
V needed. It too is a developmental disability. Under -present 
law, the 'Similarity test", is exactly the same , but the simil^- 
ity is only to*mental ^retardation. That approach has not 
result«l in a broadening of the program. There is no proof ^ 
that other se'^ere disabilities are more likely to be similar 
to the other three since^ all four are basically conceived o" 
as being similar to each other. Also, it is terribly diffi 
, cu^ti to determine when one disability is 'similar to anoth 
«qd particularly When each disease has. a broad rang^ of differ 
eht populations withfn it-^-^If the test were :iust the functional 
one^of an'impaipoent of -intellectual functioning and ada1.tive 
behavior- suggested in the minority rcpprt, and if adaptive 
behavior meant. abirity to' ^dapt to. major social requirments ^ ' 
such as work .or independent livi^i, ability, the. minority report 
wouia be reasonable. . B(ft it Is not so structured. The defini- 
tion is really t^; pre^nt law. In ad^tion, adaptive beh^i^r 
.is a very vague concept as written. 

we also have some difficulty with the ma^rffity recor,™e^ 
dation of the Report despite iis functional tocus. It has a 
number of elements .which a're v^gue and whic. would ^be difficult 
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to administer/ It aeons needless fnd confusing to Bet forth 
a laund^ list o« six types of functional ' limits of which^hree 
austr be net. * Fir'st, sone of the six are ^ery vague an^ twq of 
Oie six are similar* self- care and independent living.^ Second, 
three (mobility, language,* learning) seem to be apples and 
the others oranges. Finally', there seems to be no need for 
the last very gefteral'and unclear element: the need for a 
sequence (?) of 'spe'^ial , interdisciplinary or generic (?) , services 
of extended duration and individually ^Elanned and coordinated . 
All of these wird. aije not good for'a definition which must be 
used by administrators of program',. " They are probabU/unneces- 
. sary because the remaindet c* definition clearly implies , 
that, substantial services '|^^«ded over ^ long period. If ^ 
any element is necessary a^jlglhese lines, it should be the 
requirement that -services 4te nee«ed from diverse elements 

of the health, , education and, .i^^fcial service systems". 

wo would agree with the requirement that the disability 
■ be chronic and.be manifest early' Un life (22 maf be as good a . 
cut-off as any, but it could be earlier). We would suggest, 
however, that the disability be "any impairment resulting in 
' substantially limited ability to ^cquir; the ski^s and know- 
ledge necessary to function normally or adapt. tArmal social 
requirements suoh as work or the independent man^ement of daUy : 
living activity". If this is the use of the term/adapti<re '..'^ 
. behavior'" meant by the minority re^or\ and if-the limiting, 
and somewhat arbitrary requirements, of -similarity to p«.f 7f f our • 
aiseases were eliminated, our apgrpach and the minority are * ' 
. not far apart. Our definition is Very Similar to/the-majori^ty ^ 
" I • ■ ■' • . 
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definition, but iore precise and clearer, we' believe.. 

It oust be remeiiibered that we are not creating provisions 
of a social insurance system where the categories of eligi- 
bility need to be very narrowly drawn. Some flexibility should, 
be allowed to state councils «nd agencies to target on the 
neediest of these vulnerable groups. While targetting of 
limited resources can be^rgued'as a basis for categorizing 
the definition as under present law, "the targetting clearly 
can be done at the state and local levelV ^ ' ■ . 

III. Conclusion . 

The Developmental Disabilities Act is a response to the 
tacic of progwims to manage care for severely disabled^^eople 
needing many health, social^and educational services over a 
lifetime. Because of fheir severe disabilities and because 
of their many and diverst needs , ' they are often without a pro- " 
• gram^to assure that their health and social needs are met. 
, Many become institutionalized. Yet, a reas9nable estimate is 
. thSft there are kbb^t six milliori .individuals in this status. 
•While major reform of health financing and programs to focus , 
on organizing yto. meet the needs of these popglations would 
be more than welcome/ H.R. 11764 is an important, t?,ough 
.limited step to assuring better car, for these pop*ulations . 
'.we think the substantive changes in H.R. 117M are sensible 
and are likely to improve the. program. Awp. th«nk the program ^ 
Should ..focus on those individuals who meet a -functi&pal test,^ 
however, rather than those, who 0ud* es^aT^lish^^similarity 
; to a disease as under ci.rrent law. Our suggested definition « 



has been discufesed and is attached. 
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Than, ypu for this o,portunity to testify r,.arain. the 
needs of severely hanal.apped p^ple. We urge you to .eep 
. ..elr ne^as c6nsta.t.Iy in .ind aiy.u carry out you, enor^^us 
.esponsi^iUties of ov^seein. an.' X..islatin^' thj nat.on s 
^.or'heaxth p.o.ra^s: Medicaia, healj. insurance, health . 
planning, and health manpower. ^ 
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, liATIOKAL EAS-^feR SgAL SOdiEt^^^GR ':p>PlJ:0^ ^C^ & ^^LTS 

• rvpyTTJT/rTQN /Agi>ROVED TN lj73 : . ' 

• ^. . ■ •A d^velQpmentally* disabled person;, is one with a 

. -physical: or mental condition, originating before^ ^ . 
: ; ^ ' >ge Wwhich^ is not responsive to treatment^ vfhich^^ 

• > ""^herefor^ can 1>b expected tp exist during the life./ 

,\^Vo£^'thk^^;.i^^^ which leads (or has led) tb 

\; •• WxrtiWon^ 'deficits iWhich substantially interfere 

' ? ^Wijiii,;the . individual's ability t<^acquire normal.- 
; ^ . ' ^)JLs» and '^b^iedge ; to- engage in cpmpetitive , , . , 

r<; , -assistance" 
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' '• ^ 3' » Frooi: Wm. Spencer, M.D. 

L V : ' . Vervllle, LLB. 



' ';*V:?^iV»" 'ii^^te ^^ CHRONICALLY ILL 

\'';/-:v..^'.:'5p^^.^^ not ^^^d adequate access^ . 

v';,. ■ :-.t<>:h«*3i^^ insiAance may exqlud^ .. 

'"-K^w^l'l^^m^^^ (Jtlsabl^ eli^i^le for Disability Ins-urance, 
V 'l^Ut r^;ql&f e»^,J^9 moptJfe s^it:ing period, Both private tnsur- . 
*'v \-^tfe aW^'iW^P^*'^^ those health programs. 

■•- ■. ■i|lj*it.*;'p^^^^ rehabilitation And 

''^'■hSflfe'J.^^ ptcks^up the disabled who spend down 

^ •inti^*'^r^y'.^^ care is limits to about 2P-30 , 

^^^"^ limited. This paper explores 
;^ *■■ ' •:htVi&l b^^^^^ disabled — medieal reha|(ili- 

'X^'^^'^^oi)^'^']^^; ^^'^^ " i" depth in order ta adequately 

i%y [.^4i.jt^^^ to justify their inclusion, as well as cover- . 

'■%] i .^!^^e fc^f^^:^isahle^in a national health insura^nce program. 

,B. Mpdiciil Rehabilitation Program* and Their Difference ■ 
^pr^ Nursing Home Care, Home Health, or Other Forms 

-W^J.= ». ' 'i;V Medical rehabilitation is a medical praqess which involves 
^^.:;>a mui;i;t?i<3i8ciplinary team approach to care and a broad range, of 

'^trl^es for a defined group of individuals having or facing 
'r^:- ;;r^?r^i^^lilty. The' care is' a total program for the patient. A 
^V*'"^' "!. ]^^ M always involved and directs a glan of care' estab- 

■■limbed by the rehabilitation Jteam.. The team and the services 
/^i^^^j^ij^'prdvides include ^he participation o^ a rehabilitation 

.? . ■ 
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'phyiician, a rehabilitation nur«e, physical therapists, 
•bcQupational therapists, medical social workers ,^ audiolo- 
gists ami speech pathologists, psychologists, and other pro- ' * 
fessionai technical persons, including vocafional counselor*, 
educators, etc. . In addition to these services, other parts 
of' the program include the fitting and* provision of braces, 
otthotic <ievices, or prosthetic deuces (artificial limbs) and 
'the usa^e of 'special assistive equipment for daily living. ^ 
The plan of care is a. written one and establishes specific 
goals related to expected functional improvement in perfor- 
mance of daily living activity. Medical rehabilitation, may 
assist the disabled or potentially disabled person of any 
age (phildren, adolescents, working age adults, « and the el- 
derly). Medical rehabilitation takes place in both an in- 
patient setting in a hospital- (either a specialized rehabili- 
tation hospital or, less often, in a rehabilitation bed unit 
in a general hospital), or in an outpatient setting in ^fl 
outpatient department of a hospital or a rehabilitation 
facility which provides only outpatient services and is not 
part of a hospital though accredited as a rehabilitatj.on 
facility. An example of the' latter would be a free-standing^ 
rdhabilitation facility sponsored by the National Easter 
Seal Society for Crippled Children & Adults. There are 
eight such centers in. the State of Connebticut alone, and 
'^♦vBy form a network of comprehensive rehabilitation care on 
an 2unbulatory basis. 

In an in patient setting , rehabilitation is an intensive 
^pe of ^program aij||^gous to other forms of specialized 
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intensive care such a; kidney dialysis^ units , cardiac care 
units, etc^ It is intensive because of the extensive and 
continuous physician involvement and the active program of " ; 
services .provid-ed by rehabilitation nurses, physical and 
pccupational therapists, speech pathologist^a;id jiudiolpgists. 

"medical -social workers and psychologists under 'the direction 

•J . . ^ . ' ■■ .J 

of a physician. u 

Outpatient rehabilitation takes place in a hosiAtal 
outpatient department or a , facility which is not a hospital but 
is lic^insed tp; provide outpatient rehabilitation services' and 
is generall'y.accredited by_ the Commission dn the Accredita- 
tion ot Rehabilitation Facilities. , The services are not 



isolated or discrete'ks would be the common case in a follow-' 
up clinic visit for a special medical evaluation or a sp^ch ■ 
therapy service, fo»-example. Rather, a p^hysician knowledge- 
able in rehabilitatidSi directs the program and it is raulti- 
■'t,;rvice in character including physical and^. occupational 
^ thei;apy, speech pathology and audiology, ^nidical social work 
and psychological services. The program is less intensive 
than for those requiring inpatient care, because there is 
■need for less continuous physician involvement during any 
24 hour period and fewer Service hours per day. Yet, the 
progrin. is goal-oriented "aiyd intended to achieve active and, 
major changes and gains ili'jttoe patient with regard to 
function and performance in daily living. It generally 
offers a range of services that are at a much higher level 
of care and more active than found in nursing home care or 
home health visits. This activity is far from the level .( 
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and ^i^iisity of care provided to, the resident in an extended 
car^^ciUty, a nursingf home, or an intermediate care 
:jaciiity ("ICF")', or evert a chronic disease hospital. In 
these latter settings, a physician is not continuously in- 
vol^fed in the case and supervising and managing the care* 
program and the services provided are generally only single 
(Components of the above or include no rehabilitation care 
at all. Thete is some utilization of general pursing and 
physi.cal therapy services for particular. care needs in most 
skilled nursing facilities,, but ±Jiere is not an active in^i- 
vidiaalized and integrated program in nursing homes or ICFs. 
- - AS the study cited on page 6 of the att£ched testimony, 
Document A, shows, inpatient hospital care will generally 
'improve functional ability. Very substantially from 35% of 
normal at admission, to 75% at discharge,. Nursing home or 
related care is generally used to maintain the level of func- 
tion found at admission or" tp make minor improvement relative 
to a medical rehabilitation program through the use o^ ^ly 
one additional modality or part of rehabilitative servich^ 
such as therapy for physical 'reconditioning, limitation of 

deformities, etc. . - ■ ^ 

The .previous- points are not' intended as arguments for 
. the exclusion pt programs from National Health Insurance ' 
.coverage such as home health care or for single service 
clinics prgviding components of rehabilitation like speech 
clinics or physical therapy clinics. What is intended is 
an articulation of differences be^tween type-s and levels of 
care in the health- care system^ ifted by disabled people. 
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AW^ type, of care mentioned should be'covered but their util- 
ization should b* managed to assure use for purposes to 
which they are relevant or designed to serve. 

A distinction between health care including medical 
rehabilitation and long-term care including nu.sipg home 
care and community care should rest on the difference between - 
an active medically-directed program with comprehensive 
serviced offered vjhich makes substantial Active, changes in 
the functional ability of the patient, and those programs of 
supportive services wkch are directed to maintaining func- 
tional Ability and assisting, the disabled in dealing with 
ehviro"nmental problenis. Continuous supportive systems of 
care are indeed necessary for some severely disabled persons 
who have Residual impairments in bodily form or function 
Who cannot necessarily perform all daily living fnnctions 
unassisted. Medical rehabilitation, on'the other hand, 
improves the ability of the disabled person, to increase 
physical or mental functional capacity by reducing t.he im- 
pairments, improving the physical condition, improving. 
. enduranc^for activity, strengthening physical capabilities, 
and substituting for missing ^arts or functions, etc.» 
supportive systems such as W care-programs of health 

: and social serv x:es which follow such active medical 
. rehabilitation enable a functi-^lstatus to be maintained 
and may also provide for' furthe^perjonal independence ^ 
through the use of external supp/%s such as attendant 
- care, re^.isions of^e home seeing) tt^e maintenance and 
repair of assis 



de^Xrt^As^uch as wheelchairs, and even 
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vocational training and placement services. These systeAs 
of medical rehabilitation and home care and assistance are 
espeatial to achieve the goals of rehabilitation: Both 
systems Should be supported and the" two systems should be 
integrated resulting in a continuous program of care, to 
assure this, medical 'rehabilitation hospi«ris and facllfties. 
should be encouraged as sponsors and managers. of home care • 
programs. ' , 

t. inpatient Medical Rehabilitation - iU Number of 
Facilities ; P)' a^^V^^cfe Length of Stay; (3) 
Cost; (4) Problems with Present Third Party Pay- 
jnents ; and (5) Benefits . ' , 

1. number of Facilities > - 

It .has. been estimated by^n asAlysis of the American 
Hospital Association, 1975-1.976 listing of hospitals 6hat , 
, there are only approximately 4 30 rehabilitation hospitals 

and rehabilitation units in general hospitals. tMs listing 
■ is based. on self-ide/itif ication and no objective criteria 
were used to determine if the activities were truly compre- 
hensive medical rehabilitation programs. Most of those in- 
. patient programs are accredited by the Jo'int Commission on 
Accreditation of Hospitals ( " JCAH" ) . , Of this group,, those 

• that are accredited by both the JCAH and the Commission on 
^he-AccreditatiQ^of Rehabilitation Facilities C'^ARF-) 

include 100. Of ^is group of 100 facilities, 45; are free- 
standing Rehabilitation hospitals With inpatient beds and 

• 55 are upits 'within regftUr acute general hospitals. There 
'are approximat;ely 500 0 beds in these accred^^ted facilities 



With; a capacity r,f approximately <0, 000 patients pit year it ^ " 
one assuntes that^.'^he average stay is al&out 30 days. .The 
programs which fre ^bcredited by boih the JCAH and.CARF ful- 
fill requiremeAts of c'onventidt«l .hospitalization; in addition, 
they meet the CARP criteria ?or an organized,- complete medical' 
TehaJ)iUtation!program. The criteria of CARF includ? the 
speciticatiori by each . facility of expected/goals or benefits 
• of cW fSr.Vach'pati^and the <i^signation of a comprehen- 
'sdve.and an" integrrftedpPogram of mblti-professional services 
V^der physij=ian^difecthfc to achieve such goals. Presently, 
JCAH accreditatfjion (^ut not CARF) is necessary for reimburse- 

ment«by Medicare in many facilities and is Used Similarly v 

. ' '. ' . ' • 

some state agencies. ' 

^ ... • 

■ 2 , ' Avexaqe Length of Stay 

\ ' The" average length of ?tay ("AliOS") for these hospital _ 

programs is' between about 30 to 40 days. It^is logger t^n 

the° ALOS in the general hospital because patients have more ' 

complex and intensive ca're r3e;ds . This ^dical fehabMitation 

hospital stay gpne^ally incWa a -10 day' sub-acute care pha^e ' 

in Which some rehabilitation designed to minimize disabling 

conditions Is utilised. The disabilities most frequentix 

treated include th^' spinal cord injured person with: qua^*i-- ; 

plegia or paraplegia,-' stroke,; individuals with an^ut^tions 

resulting from disease like diabetes Or ca>.cer, o^'. resuming 

fro'm tri'uma; persor^ w^th 'impairments particularly those 

associated\ith s'evere ^^t^rftis or^ f J^rositis; cerebraL - 

" palsy and other birth defects in chVld^en;" muscle disorders 

including muscular dystrophy " and .qther^ '^vement disord«s ' 
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reBuiting' from nervous syAtem disease such as multiple 
sclerosis, Pax^cifisonism inf, older persons, etcj^^indness 
and dea,fne88 aicT^lnc-^uded in special prograrjs for such 
pers6ns.. Medical 'r^habilitatibn of the spinal cord injured 
involves an average* bf 10 to'' 12 days of sub-acute pare, and 
90 •day;S.pf medical rehabilitative* car? , for the paraplegic;/^: 
120 days for the low quadriplegic and as much as 250 to 270 
day? for high quadriplegics with breathing impairment (only 
a smal^^ercentage) All of -the . other medical conditions 
j.eading. 'Ca severe disability generally involve an average 
of only 30 to 40 days of care includiilg a limited sub-aCUte 
• pfase. Some .iny61v<e' fewer than 30 d'ays ' suc'h as the low back 

impairments that agre unrelated to Vriy spi^nal .cord injury-. 
'This infofmation'comes from professional sUndards developed- 
by -trie American Academy ^of Physical MediciTie & Rehabilitation 
^±pr: the AMA ^d DHEW.y ;x|^^s" been cprrobprated bV the Assoc-, 
ialion o6 Re^3\'^it^^^^''^'^*^^^^^*^^^^^" jrecent surveys. 'The 
PSRO material 1$ -availabl^^d >U1 ^be supplied upon request. 



■ 3.' Cost . ; V .A ■ 



• '. The cost per -dayof . an inpa=ii'ertt medical 'rehab^lit^'tion 

'program tnilu(y.*^g ' Routine and ancillary services. is n9%. 

very dissimilar^ -^rom general^ute hppsital daily coSfes/ 

Some additional*cists in medical rehab^ita^ion *^.9spital*s , , • 

• ' ''.;*» <■ 
not included' in general acute care daiLy costs are the 
, * ■* , ■ ' ■■ * ■ ' ■ • . ■ * ^ ■ 

:gubstantial nunJber of ancMlary and allied health professional 

services and sometimes, surgical costs^ The cost data are • ^ r 

from- data ,de;/4 loped at the Teicas Institute for Rehabilitati<^ 

Rese^rchVf^Trfoifetc^ inVcost surveV>ased' on . standard cost 
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accounting, see Document B. The Texas Institute is a Special 
rehabilitation hospital and rehabilitation research 'facility . 
These cost data .have been compared. to other faci]^ities 
« including those in Chicago jAnd New Y^rk an^while they are 
somewhat lower than those in other similar institutions, this 
is because of differences in la^or, time of admission in 
];espect to onset of illness an'd injury and other factors. 
They are nonethelesa reptesentative igenerally of the costs 
of .care**" in"*comprehejjisivfe medical rehabilitation first- 
admission inpatient programs. rThe average cost per patient 
per stay treated in 1976 was approximately $8000. Tike^ aver- 
age cast range is from $10,890 for (Quadriplegics and $^700 for 
paraplegics to $750Cf foJ^stfolce victims, $6000 for arthritics 
with extensive skeletal deformities, and $5 0 00 for amputees. 
Maximum costs for the most. severely disabled persons including 
those with many complications and need for extensive re^Ksns- 
tructive and 



I ^epairative surgery f>or bed sores,, kidney stones, 

etc. may be -6 tinjes these numbers. The stays are longest 

• - 1^ • 

for high ^adriplegiqs , least with children for muscle 

disorders. Obviously ,^as one can 'see from the column '"Other" 

in Q£29ument B, a significeU^t number, of cases are of a variety 

of other condifions suc^ as ParkinsonisJ.. j.etc. which are. 

# not- indicated. 

" * With a^,*^flt?erage length of stay of 40 days and' with a 

mix of .patients perhaps more characteristic of the average /> * 

inpatient rehabilitation facility (fewer quadriplegics, 

.^particularly high quadriplegics), using the average cost of 

.^1976 'of ^$8000 per stay, the average per diem would be in the 
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range of $200* This coat incl\ides all ancillary professional 
and technical services, medications, surgery, besides routine . 
Ixospital bed, iDoard, and nursing costs. This estimate of 
course is highly biased defending upon, the mix of disabled 
plrtients according to tljei^ severity^, complicatipn9 , age 
before admission to a rehabilitation facility which accounts . 
for differences among facilities. . ♦ 

4. Problems Under Vre sent Third Party Payment ^Pjrograms 

• to 

Att'ached is Document C which is a document submitted to 
the Civil Service iCommission detailing problems with rel^ab- 
ilitation hospital reimbursement under a rftimSer of private 
plans offered lo , Federal • employees. Some, poi^ies define 
hospita^l as am institution providing- medical and surgical care 
including emerg^cy rooms. This excludes most, rehabilitation 
hdspitals sincfe surgicaF services are not offered in ^most and 
none have accident ^*»nerge^cy rooms. Other insurance policies 
specif ically» exclude rehabilitation care from'their hospital 
benefits which have b^en negotiated ^in ordet to achieve cost 
premiums Competitive With other plans not of f ering ^such ser- 
vices or benefits. 'MedicareV specif ically includes rehabili- 
tation hospitals in its definition of a hospital.. In 
Medicare, however, there was originally a failure/ to recpq^- 
oize rehabilit2ttive services as a^Uy^Ital treatment prdgreun 
^sgifte the inclusion of the term rehabilitation hospital in , 

V 

5, 



thA def inition of ^"hospital" . The confusion existed because, 



no aefinit4--6n of rehabilitation care or services' existed »' 
^•n the Medicare statute. To a large extent, tHis problem 
was solved through intermediary^ guidelines defining medical 
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rehabilitation in- 1»7 3. -^he 'de-finition is siniXat to th.^ . 
adoptisd by the AMX" and reco»ended ^' the^ American Academy 
of 'Physical Medicine * Rehabilitation. See Docunient D for ' 
the AMA-Ameifica^' Academy definition an^l the.Medicare guide- 
lines'." These •gutdelinei should be part of a statutory , , ; 
definition, however since they ha^e not been -enfor<;ed , . " 
evenly by .intefnediaries: ' - 

■ ■ , The basic Iroblems with Medicare in 1977 are:, (1) its 
29 month waiting period before the disabled *'re eligible " ■ 
fpr services of ' any kind resulting in l.tiUzation at^.inappro- 
pr'iSitt time^^ after the disability has reac^jed a f ixe'd stage^ - 
- or many preventable complications hav'^ developed (also, the 
„eriL has to be SSDI eligible); (2) th^" 60-90 d^^lWt on „■ 
inpatient ca^e which is too short for the severe disabilities, 
such as auadriplegia and paraplegia, multiple amputees, etc; . 
: and (3) failure of fiscal intermediaries to fallow tj«., 

- 'l973 guidelines defining "rehabilitation, resulting'Jn "^eni^ls 
. of reimbursement for typical rehabilitation services s^h , 
* as occupational therapy, 'psychological and social .er^ces, 
s'pecial equipment and prosthetic devices. 

The tasic problem with Medicaid is the t^ery short day 
'limits on inpatient hospital care in most states 20 to 30 
days' maximum. This period' is far^o short to cover most ^ 
inpatient medical 'rehabiltijtion cases. , • «y 

The cost Benefit value of ^T,,p^tient Medical 




Re h^bytijbation , • u 

■ ^i,. document attached as Document A cites a .nuj^ber of 
» studies dealing with the^ benefits of comprehensive medical 
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xehAbilitation'progp«M involving, inpatien as welJi «». , 

outpatien4 foU-ow-iip. V. WoJrlc done as /part of Jtha •Con?)rehen8ive , 
Heeds S.tud^" iiealing With ,«i\rere disability. emd cited on page . 

*6jof Dociis«nt A rindiQateV that; . f or the major disabiiitifes 
treated in n^ical, rehabilitation/ hospital progr^s < stroke ^ 
Spinal cord 'injji(»ry, arthritis a,nd ednput^tions) , ifUndr^ional 
^doility increases .from 35% of nosm^ at admission to "70% of 

normal at' disfch'ar^. Af.ter a 2-3 year fbllow-up, . this irapirbve- 

CO ■ & ' ' ' / '' ' ' " ' ■■ ' 

ment has increased to 75*. Document A at page ^ also notes 

•»•■.,: ^ ■■ ■ . 

that 70% of all' Wtient.s served , in comprehensive medical , 
rehabilitation inpatiehti progreflfts return to work. {Studies , 
from Mt. Sinai and the Rehabilitati<*i Institute of .Chicago, 



and the Texas Institute for Research & Rehabili^^ion .support 
this see page i2Vof^ Docuineyit D for citations . ) These same . 
studies shOw Itfetiipe savings of $60, doO per spinal cord / 
injury patient treated -in, these programs . in those cases, ^ 
the cost* benefit ratio iis on the order of about 7-to-l using 
the Texas average Opst figures for care. « 
I>. Outpatient Rehabilitation Care -'-'(1) Facilities 
Providing It ; (2) Services Covered ; (3) Costs ; . 
. ^^(4) ProbiemA with Third' P^arty .Payments ; (5) * 
I ' Benefits . . • • ^ ' * ^ » ■,. . ■ " ^ ■' 

ll ^ Facilities ' / . ' ■ ' * . . / 

\ Most all of the -100 CARF-accredited inpatiehtr hospital** ^ - 

^projgrams providing medical rehabilitation services also / ^ 

■ provider such cortprehen>iye programs of care on; an 'Outpatient '> 
basis. Outpatient care* is** important in jned^al rehabilitation 
in^tient programs since early return to the home is a necessary 
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part of a wedicAl rehabilltAtion^^ In^addition^ to^i:he :* 

100 hoepital '^Ji^i'^nt pro^ains,^there are 110. rehabilitation 
facilities which are accifWl-tedV CARP w^ich are rfx^e- ^ 
standing- outpatient rehabiirtation 'facilities j^ot .in. ho^pit^als , 
.or having inpatients. Thus/ 2lw o'utpati^/it facilities are, 
accredit^d-'litt^ by* CARF witfJ'the 10^ .'hospital programs alsQ 

being/ JCAjS accredited. " . : 

rhere are\^om^.-*«l- WO' hospitals which, the Am^ican ' 
K^tal Association-Hea£t^-Care <3uide for ^976- Jj.8ts as. . 
fu[ving*-putpati«nt rehabilitation "depairtinents: -These programs, 
are not CARF accredited 4 but are JCAH accredited 
prorams; however, Jt ca'h be ^expected thA^ XIARF ^accreditation . 

could eventually be met Ly most of these programs it were 

» ' ■ '' ' ' ' , . ' . . 

required. Thus, another -200 programs might be'a^ded Co the ^ 

210 |)resentiy CARF-accreditedl; 

The estimates in tlTis section are <drawnvfrom the AHA - 
"Guide to Health Care fbr 1 97 5-:^ We'' ; .the Ainerican>ehabilir 
tation Facili-ties coded membership list and ^the CARF l/sting. 
of accreditations. ■. * ^ ^ ^ ' 

2. Services • i 

An oiStpatient rehabi litatiort prd[gram« in a hospital or 
other facility is different from a speech pathology clinic; ^ 

' for example, because /oiiXe the inpat>ent.;reHabili^ 
gram, »it has a" comprehensive^ arid integrated-Vrogram of services 
provided under a pbysicianrdirected-plah and including 
physical '.therapy, occupational therapy, medical and social 

/^^ryices/ psychological services, speech and aadiology services. 
Other. therapies are also offered such as. inhalation therapy. , 



GtovibuaiVr each patient may not need all 'services, ^ftls sef- 

' \ . - . 

vice needs depend an his disability status Arid physical 

condition and complications w However, each needs physiOian 

ev^uatioir *and managem^it an4, uS\ially several^other profes- ' - 

sional services ordinarily directed by a physician. 

3. Costs • - I ^ 

The' costs of 'thesiB programs are generally determined 
the fcosts of each unit of service, . Physical therapy costs 
per uxjit of • service in 1975 were about and speech patholo- 
gy services slightly 'higher. Skilled nuxising services are 
somewhat lower than the therapies.: (See Document D,, p^ge 10^.^ 
which includes 1973 data which has been increased for reasons ' 
of inflation.) (those figures' arei,c02frobor^^d by data from , 
8 reljabilitation fapil.ities in Connecticut.) ' " • » ' ^ 

4. Third Party payment problems ' * ' 
* Under 'private l^jarance', or!^ the hospita^l oUtpati^ent 

programs are generally recognized a? providers of a limited 
number of specific servicee. Speech pathology, occupational 
therapy end psychological services are not recognized in 
many^'prlvate insurance programs ^including Blue Cross-Blue 
Shield policies.. Such services are ipeci^icaUy excluded 

from both inpatient and outpatient proerramsj, 

under Medicare, both the hospitals ^nd othe'r rehabili- 
.tatlon facilities are recognized providers of Autpa^^ent 

rehabilitation care under Part B. The facilities .ipust meet; . 
^Medicare conditions of partici'pat.ibn including recordlceeping, 

reporting and professional staff requirements. However, *rhile 

hospitals aA reimbursed for the entire rehabilitation program, 
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,the other rehabilitation facilities get reimbursed for only ; r 
physical therapy and speech therapy as i^ll as for phy^sician^ * 
services- 'Nursing services, occupational therapy, medical 
social-'services "and psychological Services a^jenot covered ^ ^ 
despite their inclusion (with the exception, of psychological 
services) as home health and 'nursing home ii^nefits. 
5. ' Benefits 

Comprehensive outpatient rehabilitation care is a ^ 
necessary adjunct to the inpatient program and both" are neces- 
sary to achieve th^ improved functional^ ability coj^osing 
the benefits of rehabilitation vocatibnal success, *and cost 
savings of th^ care cited previously under D 5 in this^paper. 
t, Community-Based Lont^^erm" Care Se^ces » 

Attached as Document E is a very gofd, brief paper 
' documenting the need for community-based healthCnd social ' 
services \o et^ble disabled individuals to function more 
independently \ in their own homes rather than in institu- 
tions) . The patient population analyzed were discharged 
from an organized medical rehabilitation program and were 
determined to be most at risk.of' institutionalization. Two- 
thirds of the patients surveyed were returned hojije and one- 
third institutionalized in long-term care facilities — 
nursing homes or chtoni^ disease hospitals. 

Major variables affecting. whether community care or 
long-term care facility care were utilized were a family's 
willingness to. care for the person at homeland the progress 
in terms of s/lf-care which the patient made prior to discharge. 
Obviously, these factors serve to limit home care costs, i.e.. 
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th^Tamily/*#ouXd provide attendant type care at no dollar • 

cost. 'The ''aver age *do8t over 6 months for home care service 

for the population returned home was $72 per week in .1973,^ 

dollars, or-4jx>ut $10- a day. Thif is substantially less' 

than the cost of any level of hursirj^ home care — $30 to $ 

day in 1976 dollars. Tl^fs -services provided were personal 

care services ($4 per hour); homemaker ^rtd housekeeper 

♦ ■ ^ ■ " *^ i 

($3 per hour); eScort feryice; and physical'therapy and 

nursing care at $12. M and' $10. 8^6 per visit. All figures 
are. 1973 dolors and therefore' have te^ be iritreased by» 
.about a third to make the dollars equal to 1977 dollars. 
StUl, the cost per woul^^ be about $95 or^about^$14 

per day. See images 9 and 10 of Docmpent E for details. 

Some of the ^ervitJes piwvided. are traditional, Medl- 
;care covered, hM^ttS serVices such as home health nursing 
care and therarf. Howevir, cither services such as attendant 
or personal^ci^e, homema^ef services 'and transportation are 
'not." Added to these services might be nutrition and home 
jg^meil programs. A home care program'of this nature, while 
^ it 'might^well be treated |as long-term care and not part of a 
health care program 'including medical rehabilitation, should 
'Vbe" integrated with medical rehabilitation care. To achieve 
this goalj ll^ical rehabilitation providers should be author 
ized to manage home care programs. * • 

F. The Total Universe of fJeed.for Medical Rehabilitatiorj 
Care and Some Rough Cost Estimates of Including It • 
As a Benefit 

Present estimates of- those with severe disability who 
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could utilizi Wdical "rehabilitation care are 2.5% of the 
population or approxijnat«ly 6 million people. Paper by v 
W. Spencer, p. Stock and J. Cole, "Medi.cal Rehabilitition^of 
the Chronically 111", 1976. for HEW (ASPF.1 . This is" consistent 
^with estikates of .thr^Con?>rehen«ive Needs Study". Spencer 
estimates new cases each year at 10% of the total or about 
600,000 casefc; . This is consistent with general heaVth sta- 
■ tistics on new cases an^ with a study by -Kottke evaluating 
those in acute hospitals oftfte University of Minnesota for 
rehabilitation sei^j-ces needs. Kottke found 20% of the acute 
hospitalized population to need componeat medical rehabilitation 
services and 2% to need comprehensive reljabilitation programs. 

The existing capacity of comprehensive medical rehabili- 
tation programs ^y be equal tQ servin/ about LO-20% of the 
600, OOQ newly disabled every year, or about 60,000-120,000 per year 
now. . ThA figure comports with recent spiflal cord injury data ' * 
showing a tgtal ot aboot 10,000 new cases each year, but 
showing existing spinal injurV programs and facilities 
having the capacity to provide compreffensive care fbr only 
about 10% of this number based on estimates of the profes- 
sional meiibership in the American Spinal Inj^lry Association 
and Health Insurance Association data regarding the 
American Institute of Highway Safety . "The Costs of Spinal 
cord injuries-, December 3^ 1^76, vol. II, 120. If 60,000-120,0 
people wet^e served, at an average of approximately $8000 per 
cAse, the total cost of medical rehabilitation- would be about 
$500 mil. to $1 bil. per year. Outpatient'costs at a maximum of $750 
per year for 120,000 persSns woold add up to $90 million per 
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year*. 

4 

Suaroary : " " * " Total 

Inpatient Medical Rehabilitation for the 
Severely Diskbled at $8,000 per case 

for 60,000 - L20,000 persons $500 million - $1 billion 

OutpatiAit Follov^ll at $750 per year ' 
for 120,000 perMs $90 million 



, . Total*-^ v?90 million -? SKI billion 

Referral ^o an inpatient rehabilitation program would 
be initiated by the first utilization review in hospitaliza- 
tion at 15 days as a , requirement ot reimbursement far services 
to the severely physically handicap^d facing or having a 
disability, this control might^increase demand for services 
but would clearly save long-term costs of extensive general 
hospitalization or long-term care institutionalization. 

§ince Medicare. Medicaid, Vocational Rehabilitation and 
the Crippled Children's program sponsor some o* this care now, 
the $590 + million estimate is not a net figure'. The netr 
increase over existing Federal coitonitnents would be much less 
than*$590 million. If the Texas Institute of Rehabilitation 
Research experience cited in DocunenJ^ B is representative, 
the net additidhal Federal cost might be only 6?)% o> the total* 
costs since 40% of revenue is now federal outlays., 60* of $590 
. miliron to $1.1 billion is $360 million to*$700 nillioi?.^ 

Costs of the home c*re program are not shown ^ere.. Ob- 
viously » they might reach $5000 per case pe'r year i^^ 
utilization for a ful3^ year were as indicat#ed by Document r. 

Th^ documents referred 4.o In this statement may be found in the subcom- 
■ittee files. 5i 
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Notlonol EmtV Ua\ Society for CrippW CbTldnjn & Adult* 
2023 W«t Ogdmt Av«nu« Chlcogo. UlinpU 60612 



0U9«o»»» - !^^"*."L'^'**rKiiHr«iU H«K>rla1 Hospital where surgical procedure for 
History - Referred from Children s ne«>r»ai no»pii.« 



rA::;;,r.' -.r;:°por o. ... . 



Physical tKerapy 

Occup«tToo«1 therapy 

Speech therapy 

Audlologlcal Evaluation 

Psychological Evaluation ^ 

Hedical Evaluation and Managemant 

Transportation 

Length of treatment 
♦Unit - 1 hour 



150 Units* 
100 
'50 
2 
1 
17 
150 

1 year 



9 $20 per 
15 par 

15 pe^ 
kO per 

75 per 
^0 perj 

5 per 

Bound 7f 

Total Cost 



$3,000 

^750 
80 
75 
680 
750 

$6,835 



Tradev/inds Rehabilitation Center 
Gary, Indiana 

Frank Rosenbaun,' Executive Director 
219/9'*9-'»000 



Child - Fewalf -34 yrs. 

DIaaifosIs - CP * , « . la-i/: 

History - Referred fron. Children s Memorial Hay. 1976 
Started at Ea.ter Seal July. 1976, Discharged January. 1978. 

•il Units* 9 $17 per - $ 867 

Speech therapy 5' ^ „ *Zr - 88i» 

Occupational therapy >* . k per - 3^^ 

Croup therapy . 5 

Mother's group " " 2OO 

-Standing T<|ble . 2 oer - ^0 

Swlfwnlng . 

tSmos. Total Cost - 52\93'» 
Length of treatment '° ' 

•^nits - per visit of 1/2-3A hr. 

Willett Rehabilitation Center 
Betty Johnson, Program Director 
312/287-0222 



Child. Female, 1 yr. 8 mos. 
Diagnosis - Meningocele, hydrocephalus^ ^it'op 

History - HospltalUed intermi ttent^or 3 months. Referred to Easter ieais witn 
lliilibnit.t?^ problems of lower extremity paralysis, developmental delay and speech 
and language deficit. 

0-3 intervention 22 Units* P 520 per - %W 

(multidlsclpllnary) . 1 ic ^10 

0.cup.tl<x..l therapy 22 Units** 5 pe _ . 330 . 

Physical therapy 78 5 per _ . 

Speech therapy 22 ^ '> P*"" , 

Length of treatment 1 Y^-r Total Cost - 2.270 

♦Unit - 24 hours 

<i.ftUnit .^J/hour f • 

i Easter Seal Treatment Center 

' Elgin, Illinois'^ ^ % ^ 

Peggy Huettertles' * — ^ 

J12/7^2-326'i - { 
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Chffd - M»U - 3 yr» 

■r.^rlJ'pltJ.'T^r^t - rt. worth ckMd?.,', Crt.5p.d.c CHn.c 
FIr.t MMn 1I-J-76 - No ho»pft.11x.tlon to <Ute 

0«t-p*tlent %en\c»% tttrtmi mt Easter Swir 17-29-76 . . 

OccupetloTMl therapy »»» ^ 22.50 

$pMch cvAlMtlons 3 6.5b pe^ - l,8l2.}0 

Speech therapy . p 3 

Audio Scr*enlng • 

'L«gthof tr.et-«t todet. 15 «s. Co.t to ^e - ^.539.M) 

*UnIt - 15 Minutes , ^ 

Tarrant Coontx Rehabilitation Center ^ 
. Fort Wbrth^ Texas . v 

Robert Scott, Executive Director 

Child - Hale - k yrs. ^ ^ 

Diagnosis - Spina Bifida ^ 
History - Surgery for clo5urp of th^ back and a shunt in 1973- BtUteMlh^p snrgery In 
.March of '76, sub-trochanteric osteotomy, illlopsoas tenotomy and adduchrr^cnotomy. 
Referred to Easter Seals, for evaluation In Oct. '75 and referred again for treatment In 
January^ 1976- ' 

Re-evaluatlon 3 Units* P $132.00 per - $ 396 

Physical therapy/ 86 Unit's** 8.50 per - 73' 

Occupational therapy 97 9-00 per - 873 

Speech therapy (group) 357 -51 per - 182.07 

Length of Treatment I year To'talCost >- 52,182.07 

*Evatuations - psychology - ^SS**. physical th*^rapy - $!7. Occupational therapy - S^8. 

Speech therapy ' $2^, soc-ial service $19, ((f audiology jdded ic would be an addiconal 
$27.) - 
^Hfcttnlt - } hour 

Dallas Society for trippled Children * 
Dallas, Texas 

Loyd Martin, Executive Director 
2U/35«-526l 



Child - Hale - 3 yrs. k mos. 

Diagnosis - Spastic double hemiplegia y ^ > 

History - Initial evaluation at 6 mos. In an eviJuatlon center. At 12 mtn. referred 

to Easter Seal for comprehensive evaluation and therapy. 1 

iKe program described beloM Is for '76-*77 only. 

»e-ava I uat Ions 2 Units* ^ $132 per 5 l6^.00 

Physical therapy 99 ** 8. 50 per - 8<»1,50 

Occupational therapy 155 9.00 per ^ - 1,395.00 

Speech therapy (group) 351 * .51 per * - ^ 178.05 

Speech therapy (feeding) 26 8.25 per - ' 211^. SO 



Length of Treataient 1 year Total Cost 



,v $2^3.05 



•Evaluations > -Psychology $5*, PT - Sl7. OT - $18» ST -^2«», Social Services -.$19,, 
(If eudlology added It would be an W^dltl&nal $27) 
**OnU - i hour 

Dallas Society for Crippled Children 
Delias, Texas 
."-Loyd Hartin, ExecutlSDIrector 
21W358-526I « 
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Mft Rogers. ThanlJyou very mucferThat was a^ve^y helpful state- 



ment. 



BUI. - • / I ' -1 

Ms.'CaufiBeld, we are' pleased to have you witl^us. 

STATEKE^ OF MAKQAEET CAJTFYIEJJX^ ' 

Ms. Cautfield. I am Margaret Cauffield arid I live at 1311 Dela- 
ware Avenue SW, Washington, D.C. I have osteogenesis imperfecta, 
commonly khown as the brittlg bone disease^ which onginat^ long 
before I was 18 years of age and which will; continue indefinitely and 
has constituted a substantial handicap. ' , , ~ „• j u 

With the exception ot impaired.intellect, th£>. definition used by 
the Developtnenfai. Disjibilities Office in its brochure, "What Are 
Devel6pmen<ial Disabilities ?9 descri6* mifand other with osteogenesiif 



*,*j5L/.c«jnb.a group of families and individuals in the District of . 
Columbto, Ma'ryland, and Virginia who are also affected by osteogene- 
sk iinp^fecta and, in a larger sense, airtltese ih Uiis country who ^- 

nfive this disorder. . " , ^ ' * j " i „ . 

I came today to jirge the broadening of the defnution of deve op- 
mental disability to include all disafeUity categories W the individual 
meets the criteria recommended by the majority report of the JNa- 
tional Task Force' on the Definition of Developmental Disabihties, 
a task force mandated by Congress.'October 4, 1975. iMembers of th&v. 
tasky&rce voted for this broadened definition at the rate of iifore tliap 

two tb one. , - ■ \ . , i i. u- f" 

The task force was directed to cdnduct an independent objective 

study to: (a) Deteriftine if the basis bf the'defiiiition of the devolop- 
mental disabilities, with respect to \Aich .assistance is authorized, is. 

-appropriate and to the exteiTt that id is not, to deteYmine an appro- 
priate basis for determining which disabilities should be included and 
which disabilities should be e.^chided from the definition; and (b) the 
nature and adequacy of services provided under other federal pro- 
grams for persons with^ disabilities not incljide^ m such definition. 

-Try aal have, I cannot find evidence that the ;task-force addressed 
part'B of that mandate. We insist, therefore, that the task force did 
not complete its job and should be reconstituted in order to conduct 
the investigation into the adequacy of services for those who are now 
excluded by present DD legislation. Parents of children affected by 
osteogenesis imperfecta could testify to the discrepancy in thp ade- 
quacy of programs for their children compared to those who are 
served under the DD programs. v, fV, 

To be specific in just One instance, mothers have told me how their 
osteogenesis imperfetta children have been turnecraway from swim- 
ming programs reserved for those who are developmentally disabled. 
Swimming is the best and perhaps the only means of exercise for the 
child affected by osteogenesis imperfecta. , ' 

' It is especially important for a child's recovery after weeks, per- 
haps months, in traction and casts. Many can "walk in the buoyancy 
of a pool who could not otherwise bear weight on their fragile limbs. 
Denial of such beneficial programs to these handicapped children is 

. • not acceptable. . 
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Our mothers arc coiitinu«rtly searching for schools, physiotlierapy, 
swimming pools foi;JtitfSdrcap^^ How often I have heard,. 'There 
are^many services av^ble' forlhentallv -haiulicapp cliLldren but 
not for my Ol-affect^ cli.ild." Parents of 01 chiUlren dq not have 
access to tlie directk)n'>aAd advocacy tlie DI);progranis, and their, 
queries about what is availfiNe under Jthe 1)1) programs are often 
brushed a^ide. Separate is not equal in ouj- (experience. 

The child with osteqeSfeesis imperfecta is often above iiverage ii>^ 
.intelligence and does npS^^need^ specinl school curricula. The OI-. 
a"ffected child needs earhx physical mtervention-and access to cduca- ' 
. lion^to reach optinHiiij/Je\e1opuient oi his dr her assets. DD services 
for these children wouTd avert the lengthy dehiy many of us experi; 
enced before vocationqj^rehabili^tion services were provided. lu my 
own case, that was at ago 34. / , ^ i i c ■ ■ 

Again, I urgeVloption into, ILK. 11704 of the broadened dehnition 
of developmental^Hi.sability recoij;mended by the majority report 
of the defirri4:if<iiVta#k foto. ^ » . . 

' I have twA articles and a brochure on est eogenesi.sMm perfect a which 

I wonid like to insert into today's record. ^ ^ 

. ' Mr. llfxifeRs. A\'ithout objectichK it is .so ordered. 
W Ms. Cauffieu). I tlunik you for the opportunity to inake^this i)res- 
f entation. I .do admire your- ability to p^jiy ;itlention for these many 
hours. Thank you. • i ■ i 

Mr. Rogers,- Thank vou .so much, We npprecinte your b^lng here 
' and \our making the effort to ghc us Ihc benefit of_,vour thinkmg 
and it i.s*helpful to the committee. . - . 

'^t.s. Cauffield. I have copies for nil the member/ of the committee 
too. ^ 
Mr. Rogers. That will be fine. Tlurnk you so nuicli. 
Now, ^f.s, Connors. 
I Tesfifnonv resumes on p. -VIO. | . 

[itttafhments to >[s. C!iuflield> prep:ire(l--stiilement follow:] 



296 



Chrldren with • 
^teogenesis Imperfecta' 

' i ■ • *^ . 

ll|/*FRANCE&-M, DUBOWSKI. R:^^• 



Because ihorc liavc been no guidelines for nurses in ilie care of os- 
icogenes^/fTTnperfecia cliildren. iliere i> a protouiirl need foi bvins^^^tJ 
loliglu lUe errors and ignorance in die care of tiiese inicfiijieiu. fraj^le 
individuals. Awareness of diis crippling^iscaw was creaied iju 19G8 by . 
a magazine article in wliich a nioilicr vvrou* of lier anjjmsli and inabi!ii)'L 
to cope with a child so lu:i{>lesb totally dependent upon her. As an 
outgrowih of this ariicle-t.he firsi clinic for the care of these children 
was organized. \ 

1 had niyi^rsi encounter witli an O.I. ^inli during niy nuries' train- 
ing ai Cook (Jlounty Hos^iii^f, Chicagb. TTris hirih created an aura of 
fear, clamped mouth*, and averted e\*ts. Evei yonc avoided the mother. 
The delivering^jhysician wns ctirt. spoke in short quick sentenced, and 
lefi hc'r room innnediaiely. She IcTt ihe lu)Sj)iial uitiiout seeing her 
baby. The infant remained in our hospiial lor nine \ears hecafise no 
one knew ihat he conid live in the outside wiilid. His record read 
"foriy-ihree fractures (pitis) of tlie upper and rower exireniities and 
ribs." . , . 

Many years ^aier I catne to work, in aii ' orthopedic iios"J)jtal for 
crippled children where, on my llrst day. my first haih assii;nmei?t was 
thai of a 9-ycar-<Hd, 2:' pound. IllVi inch youn«;Mer wiili an aduli voice. 
His record read "IractureN ai birth 'JOO plus, uk) funnel ons lo connt^" 
On tiiis moj ning he had ah e;ulv lu'cn j)ropped up in a c.n rier seau had 
hiid Iris bveakfa;>t. and was Minliin}; on a piece of embroidery. 

*Nui><M*on'Mili.ii»t i»» ilu' t Kit M-i i'uM% Iui|K t ji'iLi RiM'.iuli'l*roji'fi. s1iiinvi» flo^pii.il 
(ui l.liil.tu'M, (Jiu.ipi. , , « 
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KuitKi: U Thinccn-)^:;!^*)!!!-^ 
(iiild ukli osicogciioU im|KM- 
fctUT. 



ached 




As I i^pppoathed with the, bath xVater. I iicaid liie instriictHoiis. 
"Nurse, don't lifNno or touch ine liir I tell you how." You can be sure I 
listened. If after reaclintr this ariiclo you wili remember only tliis. then I 
will feel that this artitle'lias been w<)rth niv efforts. Along with the need 
to reslnrt the cliiUVs iusirmtions. a close observation of the parents and 
•their handling of the child upon admission is of ^reat value. Parcnis 
live with this disease '1\ hours a dav and lipve developed special skill 
^ wiih their child's needs. Oi^^IJiiearcl d snap of a femur wheh a co- 
worker changed a diai)er. f Jl'so have heard a snap when blood was 
■ drawn from a child with O.I. Yes. it was the fracture of a humerus. 



NATURE OF THE DISEASE 

Osteogenesis imi)erfecia is a herediiarv disease involving |Tencrali/c(l 
connective tissue. It is ihoui;ht lo occur in iwt) forms, congenita ami 

^ tarda. In our clinic at ihriners Hospiiallor Crii)pled Children wc ob- 
served manv variaiionv and for tins reason chose to dassily our 
children as ^everelv affected, modciaiely affected, atid mild. The mus' 
inec-clrrfor each of these c.iteKori<'s calls for j;enileuess and centers on^ 
safety and prevention ol' t...*tures and deformities. I shall conln^e liiy, 

, :xvriiinK mainly to the i;no (^f the sovi iclv and aiodcraulx affected sjni<'. 
these Iwo groups are so frei|uemly hospitalized. ^ 
O.I. is clraracicrizecl by thin broken hones., blue sclera, poor loefli. 
Miort stature, and so>hosis in 70 per ceni of all afferied children. 0\Wi 

• sv^iis in ihe sex ere \^nu\ are nian-ular lai iis (-enerallx). hvpeipvreNM, 
eMCNsive diaphoiesis. easy bruising, recurrent episiaxis. atfd consupa- 
lion. . 
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Tcaipcraiu'rcs taken mi^rjiin^ aiul evening for 30 day periods show 
" that the tempcr4Uiirc of iljc <hiUI wiili severed. Jcni;iinsJ.ic) 2 degrees 
^abovcuorij^MSlliis is ticinonsnaicc! bv liis neetl Tor less cloiliin^. lew or 
* no coveri when sleeping, and a grcaicr lluid infake than oihei children. 

• • ' ^ 

■ \ . . ' CARE l^iEASURES . , ^ 

• / * • ■ ■» ^ 

.C/.OTiilNC. Thi5,should be li^hiweighi, nonco^siriciinp. and void of 
ribl/ons, buttons, prxkcts, or rufTlcs. Zippeis should provided rather 
/than biittoiis>^ny fracunes ha\e oc'cuncd from caichiiig an -arin or 
leg bet wee rv the crib lails. A padding to keep the extremities within the 
:nbJp< a niust. ^ ^ 

I DiAPtRlNC.' In changing the Child's diaper, oii^iun lift the child 
/by liis>buttocks and. in a sweeping moiion with ihcuftper arm. support 
% and cradle the le^s while placing^ihe diap^r^ Never lift the lefts)ai the 
ankle area, since this can cause iractine of the long botierand the feet. 
Heavy, thick diapers can constrict, so use of these should be avoided. 

* Bathing. It is beneficial ro allow the child lo be bathed in a small 
l\ib or basin lined with a heavy towel, except where casting prohibits. 
An open-mesh. pJasiic clothes liaskct can be 'set inio a hirgei tub, to give 
sccvh ity to the child. The basket can be lifted in and Out with the child 
in u. ^ ^ . 

Feedi.vc. At feeding time the nurse can cradle an infant on a 
pillow, with a comfortable amount. of pressure. The older cliild can be 
placed in a portable seat-carrier, the type used for loiing froni place to 
place, with a soft strap across his middle, since any chest constriction 
could fracture the ribs. For a child in a spica cast, the uppoi: portion of 
the lK)dy should be slightly elevateil, oi preferably the child tan st;i id 
in a table-iy|>c wtilker. V 

The prescliooler or school-age cliilil would prefer to sit in a small 
wheel chair and leed hiinsell^. .\ pillow to sit on can prevent liauma 
and skin breakdown. The legs nuisi not lie allowed lo hang cner the 
e4ge of the wheel i hair,.as Iraiiuie o1 ihe lemur is most common. The 
legs sJionUI he .suppoiied in flexion by a pacldcd hoa)d. ^ 

The suscepiibililv oi iliese liiildri'n lo U.R.I. n. iheir c hesi deloriniiy. 
- and their poor tecili rci|iiin' an nprij^lu posiiion ai lieding litne. i hey 
. are iisu.jlh piik\ .nid slow i Mirrs. jiut sime ihrii siom.u hs arr inr.vded 
up llu' ilu'Nl Mn.ili lu*i|Urm tecdii%s .ne rm/)UtagVil. 

The occurrence oi exceNsive d.i.iplioiesis slu\iij,^^/fui ahtun tnalliv in 
energy metabolism iri|niies ;u^i'i|u.iie (»r iiuiiMsed i.ilfuii .mil piuirin 
intake. These ihiUluii .ne .ilu.ixs ilnisix .md slnmUl In- .illuwrd lu 
th ink .Is unit h as (lu-\ w.mt. i lu t donlx ium iii.il .i^iio^nns <il i .ili i> 
um, hut gener.ijly dislike njilk. .\diliug il.ivoring lo^^iilk. gi>ing ice 
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cream an^ piul^lings, and (he use of milk iii cooking c:ui \ft\^ ^^H^^^Y 
the amount rc(intrc<l. Tlicre arc no hard and [asiYules a|x)irt did, hui 
. one slioiild make an exii'a cll'orr to ieuY|n the appciite. 
.Use of the BrDPAV, Tlicse cliildren ha\>: aiijCxiremc l^ar of being 
lra)ulled and may noi ask for ihe use ol lUc hcdpan. Siyce ihey do noi 
wallf. iljcir weak hnilock and lej; muscles camioi >ifppori iljcin \Wiilc 
the bedpan. They should be lificd ^'enil\»b\ die bullocks, widi die leg| 
sup|>orted bysci)iIlow. If^dwyiiin^ occurs, skin cace, using water and 
a mild sou]) aft^ each episode, can Iielp in pr«cveniing rash and irrita- 
UQJ1 to the skin, • 




Fracture of Upper Extremity 

Many fra<fiures in diese childrdfi are cared For at home by the 
° parent. Yhere is a snap, a cry, anonlie child exliibits paiii. T he parents 
wrap the e.vrVemiiy widi an clasyu, liandage, sooilie the child, aii^|7iay 
or may not make a trip to the hospital. ) ^ ^ * 

When a fracture of'an upper extreniiiy occurs, t^e cliild will luosi 
often prefer lo, hold that aim firmly against hiuTself, with ♦lie opposite 
arpi. Callus fornialion t.'^kes pla^e*in a few da\s. .A trian5uT!fr«tan^lage or 
stockinette sling can' be applied, ^ui a long armcast sliould Ii^avoided. 
. Th<^ \?cight and pressui e of the cast would only serve to cause a frac- 
ture alx)\e the cast, and possiblv fraciuie ^>f \he rilxs. All fractures 
^should bV .checked fiequently loi coh^r. ciij^aiion. sensiii\ity, and 
ipoveinent. Apjily soft padding to die n^rllary region to absorb exces- 
sive perspiration. ; • 

•v. 

Fracture rf^dacf frtrrntitin _ , 

o » 

•In these cases the child is delivered to die hospitaJ, usually with an 
elastic. age type of wrapping to easclratisportatioi^. X-rays are 
taken, and a long log cast applied in the oldci . inodcratclv or mildly af- 
fected O.I. child. M a long leg casf is applied lo the exiremiiy of the 
se\ere!v anecicd child, there i> a Minng po>>il>iliry ol a fracture just 
ali||re the cast. Therelore a hip spica is necessary to insure complete 
sifp^rt to the entire leg. 

The cast should he nratlv irinunrd and sliotild not ru!> up ;rgainst the 
proiudiui; ihesl. Ihe rdv;es shonltl Ik-- lu:e ol loose plasUM'. eoveicd 
with a ilaniiel-n ^'T* ' p'i'^C»n e\u>ii,iiion ol tlie skin. I he edges 
iuouiul the pnbes aiuVircial ai^;^hould U- laped and then covered 
J\[^'ilh plastic wrap to keep moisture out. Some physicians have applied 
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double spica (ir casts to hot!) legs, cycn iKonly one is fr^ittmcd. 1^h*jfa 
ciliiaic5 ibc cKiild standing in a Icw days and decreases the cl^antesbl 
irauma to the uninjartd leg by the weight ol the casi., , , 
^Our phpkiaiis do not apply short leg casts, but if diis i\ done, the: 
parent'or'nui-se nuist use extneme care in handhng iJic chiJd since ihc 
weight of iUc casttould cause h'afe^uie of tibia and hbala at the prox- 
imal end. ^ 

Childre^/in casts of the lower^extreinity should have a regular check 
of the covering on the fe^t. Sheet's and spreads should not Ijc lucked jn 
tightly under die njattrcss. which would eaijse pressure on ihe toes. 

Care of CAiGr^One cainiot cnjpliasize strongly enough ilu^ ini|)or- 
tance ofgood cast care.t,This eliminates ti)e removal of the east l>cfore 
healing, is accomplished. .Althougii <3.I. bone develops <al!us nmrc 
quickty than iioymal \k>\\c\ the bone remains subje?t to fracture j^t ai 
'it was before the initial break. A clean, well cared for cast can be kept 
on for the full tinje required, eliminating the anxiety and fear of un- 
nccessai;y removal. ^ ' . 

The importance of a dry cast i\ undoubtedly the one greatest factor 
iif cjst care. To avoid giving encnnas. nurse and parent sluuild persist 
iiV having the cliild eat Iruii and'druik fruit juices, Jt is alnuM impos.si-* 
bic to keep a e;tst dry during an ene^nja proceduie. For boNS i4ie'i)cnis 
can Ixr directed into a lubc or urino^ padding with disposable diapers 
beneath tljc^'porineal area lo.eaitl/ujy additional nioisiure. r<)r. girls 
the right size diaper should be used, pulling hack aboiii a quauer 
length of the plastic linei . folding the ahsorbenr puriion under the but- 
tock, while taping the plastic position to the^ack of her cast. The from 
of the diaper is tucked into th<^ fioni cast opening. This tan be 
reversed when the child Oeep'i on her lumoiv. gi\ing the b:tck a c hance 
to dry. if necessary. One sanTlarV lupkiii. or nioie. depeiuling on the 
size of the child, can be insXMied ihio ihc front opening to .ibv.jb the 
(low of urin'i. .XnoTlnit. diaper, wiihout liner, or a cloth diaper or 
receiving blanket, tan Ik- plated bencaili the hiillCK ks lo cMth whatever 
moisture might seep through. 

Cln'ldren can be positioned ai a flight incline to entourage downward 
flow. Iw the ciid the east may slill Ik; damp, and lor this we ha\e used a 
hair dryer, nnder tlose supervision, smte the skin can be extremely 
sensitixe. to he.it. 

^ Various soluiions ha\e been irieil to wasJi ia>t> but Jionc. li.i\e 'been 
of an) \alue. « 

Scoi i()sis. We lia\e iim <1 die Milu.uikee In.ne as a p.illiatu^- in« as- 
KwV. Ihe bratfjs \u>rn li:^ bonis oi the clay an boni loi l)ad» 

and/or hydrothei apy. li has been ihe pi.u iit e ol .mm hosi»ii.il i.. .;:bnii 
the <hil(l b>r a wiek to-uqiMim ilu i Inld .im«1 i1u p.nriu I'Mnc- 
duies. Diiiin'" ihis 'u noil ilu- hi.ue is i IioTTnI ilitimugld) Uu hi. ami 
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possible pressure .irras. Jjicsc xliildrcii* ;ire checked ret^iih^rly every 

llijec inoiuh^ for biMCc adiUsiineiu -.nul skiir toMdiiimi, and lu /Iie den- 
tal tliniclor lower jaw profvusion ^ud inierlcrencc wHM loTMh torma- 
uion. ♦ \ 

FRACiMENTATiov .\M> RoDi)r\G. /I'lic cha!len!L;<:[tiiiliis disease is dfe 
coiurol of fratiures. The f racuired Ixii'ies in bui!i'HJl^)aj^ lower ex- 
ircniifc can„Cur\x? nidxer dreadfiillv, Roddiii^^ is Va of()ne solely for 
cobniu6is, since in spile of some sc>ere curvauues dicse cliildr<Mi can 
.|x:iforni \arioiis lasks oiher dian walking. ^ . 

Suigerv'^'hasjicrpcctTii^cnrin oiling' frac;#tres and coireaini; die de-' 
forniity. Ii is iniprfriani djai diese tliiUh en be siandiiu; in ilieir casis ihe 
day afier surgerv. Sness.ijf die bone will increase bone gro>\di. Rod- 
ding is most frequeiuly done \n die (enun ancKflKki. ,1 he hnineius is* 
rodded o«ly wheal li inier feres widi scj^f fee.din'^-or Vhen cIoiIiWil; can- 
not be found lo fit. and die radius is done rarely because of lis thinness 
in size. I hlive not known of a fibula being rodded. 
. Long' Leu Bracls. Once tlie b(»nc is solid enough- to. rcnio\e the" 
cast, some' children are protected bv long ieg bracciC Stress tin t'lie 
bones, u^e o f the muscles, and inipi'm iiW_ciri uhuioii a^of uiniost iiii- > 
portancevT^ chiltl is never allou ed lo alone, but will have the ' 

immediate su^ef vision* of one or* two hospital pei'soiinel and is su|2^^ 
ported and lj|tcd a^ iiecesr.n y. These ctiildien may iie\er walk, but 
braces serve ass^opmv • ' > d 

Spi.nal Fi:5iON. Tliis surgical procedure recently done on two of'J 
our children calls fcrf positioning the child flat and using log-rolling 
te<;hnique as \vith tk".usua) spinal fusion patient. Xo metal equipment 
was used, but soft tiaction has been applied. 

Preopeiaii\ eIy these ( liild ren w!io have increase^ lueta holism often 
run an elevated tempeiainre. but when suigery/is cancelled for that 
day, the temperature rettirns to* the child's normal value.-, Postopeia- 
tively, nausea and voiiiiii^ig have not lieen n pioblcni. except in one. 
case of spinal fusion, llie most freciueiit coni[%licatioii\ lunefieen dysp- 
nea and nocturnal orthopnea. Owgcn and Auction e(iuipinent ai^ou- 
lineiy oi dered to be a\ail.ible at the bedside. 

Vital signs for thes<' children aie \.nied. !*ulse and respiration are 
more rapid, but hlond pressuie I enl.!in^ tlie s.une Ini (mIk V ? hildreii. 
A lighiweight pediati ic i ulf s|iould In- um (1 ui iiu mmu ejueni to^ie\ent 
traum.i .uul ti .icture. 

MtDiCAriiis. Aspirin lias been C(»nti aindi( ated. l*vlono) has Ihcii 
administered as a 1 epi. 11 emeut. . * 

l*ie-aif(l p»>MojHi .ni\e injci ii(Mi mii> .ur iiMi.ilh ilir d< iioid miiMie, 
l>ui tlii)u;4ii these iliildieu air nuinU >uu'i>. wi- have h.id lo resort t() 
the burtorks. tlie lleshicr siu\ lut any uccess.ny daily injection. 
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These cliildrcn ren:ain in ilic h<)S|)ital lor a longer period ilian ihe. 
usual fnKimc patient? This gi\es the nuisc more time to observe apd 
assess tlie level olltlie cliiid's and parents' understanding of this chronic 
debilitating disease. Tliey need help in de\elo))inR a realistic attitude 
toward tlu-ii^'fife and plans for the, fu tin e. *l%ne sliould be provided Tor 
'the child and p4»rent lo discuss their feelings openly, but encourage- 
njent must coupled uitli honesty in fi^^ing the future. Many of thesA 
chilckeirliave drearns of becoming doctors, nurses, or pilots, and bn<P 
must redirect such dreams into ihe-t^rt? practical vocations, 

A recent survey of the adults once in oyr care as children j-eveals 
these positions held: secretary, editor of a newspaper. lia*ik auditor, 
elctironic r^iair man'.consnltatirrtorliandicapped college students, tele- 
phone sales person. and4iand craft worker. 

We Qpcourage these children to attend a jegular scl.fool whenever the 
school is on one floor or Ts equipfs^d witfi e(P\atprs. Their active ex- 
cellent mind& should be developed. It has, been proved that they are 
and can be self-%*»pporting citizens. 
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PSYCHOSOCIAL FACTORS 
IN LOW-INGIDENCE 
GENETIC DISEASE: 



CASE OF OSTEOGENESIS IMPERFECTA 



Lynn Kicly, MSW » ' \, 

Riphard Sterne. DSW " ' *^ " 

Carl J. Witkop. Jr.. DDS 

ABSTRACT. Osteogenesis 'imp^fecta (Ol), a dqtmnd^irge- 
0ietie jdisordtr, was examined in -on expl^e^op^ cascMtudy of psychosocial imptiea* 
Iforu. The, erosi'secti6nal survey sa^ff c^^tlst^d of 13 Olpoffected adults and 21 
families with an Ol-cffccted child wJt5"iiH^t% ^ terviewed, ]^indings revealed numer- 
0U$ psychosocial coneems and problems in addition to their complex and Ufeiong 
medital problems. Specirtc problem areas differed according to the severity of the 
disease, iySHi^ analikH^e of genetic inheritance. The results indicate, the need for 
local as well 0| national policy changes thrqugh legislation fond extensions of 
existing sehjiets for low-incidence disease groups such as Ol-affecicd persons. 
Implicatiotis for social work^practice interventions call for greater involvement with 
genetic diseases, more aggressive approaches in case identification and service 
coordination, and performing longer-range monitoring functions than is usually the 
case. ^ 

Except in the case of popularized genetic diseases, 
social workers in particular and society in general have not developed 
much documented understanding of th^ often unique psychosocial 
problems that are inherited concomitantly with^he physical liabilities 
of many genetic diseased. For many families with genetic disorders 
there are multiple lifelong medical, emotional, social, and financial 
difficulties that pervade their everyday existence and demands societal 
support systems that are not now available. The lack of these socioemo- 
tional and fmancial support systems is bleak testimony to the disenfran- 
chisemcnt of countless tens of thousands afflicted with relatively rare 
genetic diseases. 

Among the almost 2.000 different genetic defects catalogued.^ the 




Ms. Kicly is currently a social worker for the Hopkins ^hool 
District in Minneapolis, Dr. Sterne is, Professor. University of Minnesota School of 
Social Work. Requests for reprints should be directed to Ms. Keily, c/o Dr. Stcrhe. 
School of -Social Work, University of Minnesota. Mihneaolis, Minnesota 5545^. 
Dr^ Witkop is Professor and Chairman. Division of Hufhfen aii'd Osal'^Gcnctics, 
University of Minnesota. This project was suppoHed in part by NIH, NIDR Re* 
search Grant DE AM 03686. Ms. Kiely conducted the interviews during the data 
cotleetion period. 
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dominantly inhprited di^rder^ tnclude some of the most debUitetmg 
and irfcapacitating diseases.* One of these osteogenesis imperfecta 
(Oi), which is .a tragioJilly severe disorder typical of maoy of the 
low-incidence, low-visibility dominantly inherited diseases^that occur 1 
in 20,000-50,000' in the; general population. These diseases are not^ 
cottsidered major wiough to command much in the way -of research 
money, social recognition, or societal concern and, consequently, lack 
effective 'lobbies and public support for sp^ial legislative and aid 
prog^ras. In contrast are '>«idely publicized diseases such as cystic 
fibrosis, hemophilia,'and sickle cell disease which occur 1 in 500-^,500. 

The purpo5e,of this study-is-to^elucidaLte'the contributory psycho- 
social prbbtem^" aia^ needs of 01 patients, which are see© as' 
prototypical, of ^otiier severely debilitating dominant genetic disorders. 
These ne^da are; r^a^ to social work and societal responses in the 
9jcas of policy^'^development, financial support, and programmatic ef- 
forts that are required to cope effectively with the problems generated 
by these diseases. 

familial cases of osteogenesis pcrfccta occur b^y inheritance from an 
affected par^t. Affected parents are very likely tp have affected 
children, since the known transmission risk is 50% for each child. A 
person may have Ol, however, without having an af feot^d parent or 
relative. These cases are termed "sporadic" and represent a phenome- 
non consistent with the occurrence of new mutations in dominant 
diseases.* These affected individuals may then pass the disease on to 
their offspring following the pattern of familial cases. N 

Osteogenesis imperfecta is manifested in two forms: Osteogenesis 
imperfecta congenita (OIC) is a more severe form of thtf disease which 
is characterized by fractures at birth and extreme fragility of the bones, 
which sometimes fracture hundreds of times. Marked skeletal defor- 
mity, shortnjB in stature, brittle, soft teeth, and. frequently, progressive 
hearing loss^ typical consequences of the disease. In contrast, osteo- 
genesis imperfecta tarda (OIT) is characterized by onset in infancy and 
fewer bone abnormalities than in OIC cases. 'Aie OIT-affected person is 
dually able to ambulate without the aid of crutches or wheelchairs in 
Contrast to many OIC cases. In both instances intellectual funcUoning 
remains unimpaired despite the disease. 

The fact that OI begins at such an early age and is frequently marked 
by severely deforming, incapacitating, and untreatable skeletal abnor- 
malities underlies the lifelong medical and psychosocial problems that 

♦Advances in gqnetic research have been limited primarily to 
chromosomal and rccessivcly inherited disorders. The vast group of genetic diseases 
with an autosomal dominant^tiiode of inheritance, such as OI. cannot be diagnosed 
prenatally, and only limited physical treatment, if a.ny, is available. , 
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plague these individuals and their f^ilies. The high risk of transmission 
to children underscores the fact that the problems created bynhe 
dit(»Bise are likely to be continuous across generation^f the same 
family. • ' . > ^ ^ 

METHODOLOGY , ^ * ' ' ^ 

With exceptions, the total available patient population in 
the fcven county, Twffi Cities metropolitan fii^aiwasJnclud^diiiUiis 1-ycar cross sec- 
tional survey. The patients were selected 'from the medical recc^rt^f IKoUniversity 
of Minnesota flospiUls; Gillette Crippled Ch^ildren's Hospital, and the RT»qKosota 
(Hte<J5cnesi$ Imperfecta Society. Thirteen 01 adults (7 males and 6 ffimalcs)>>th a 
mean agS of 36 years (ranging *(ront 21 to 62 years),wcre Interxicwed" as were 21 
-tyJhnal parents of Ol a^fected. children. . - 

Home visits were made to each family. Genetic and medical histories of each 
affected individual were obtained prior to conducting the psychosocial interview in 
order to esUblish rapport. Personal interviews with 01 adqits were structured, 
following an open- and closed-ended questionnaire guide.. The questionnaire in- 
cluded 21 Items designed to assess general problem areas associated wit.h vOI. 
including Intrafamllial and extrafamilial relationships, level of education, occupa- 
tional sutus and limitations, medical needs, financial problems, and further need 
for social services. Subjective judgments were also made about each respondent's 
psychosocial functioning by the professionally trained interviewer. 



FINDINGS AND DISCUSSION * 
Responses of OT Adu^ 

Of 13 respondents; 11 stated that their disease af- 
fected theil^family relationships. Nine of the individual^ spontaneously 
reported overprotection by their parents, which often caused friction 
and intensified familial anxiety. However, a third of the respondents 
claimed that these tendencies, .together with the limitations of their 
disease, fostered a closer relationship with their parents. Severely af- 
fected 6lC adults who underwent long periods of hospitalization during 
their childhood harborc>d feelings of rejection toward their parents. 
Relationships with siblmgs were characterized at times by embarrass: 
ment and rejection due to the affected individual's deformities and 
inability to participate in usual, childhood activities. These occurrences 
frequently caused estrangement among family members. Despite these 
problems, half of the respondents described the effects of their disease 
limitation as contributing to family unity! 

On dating and courtship patterns, adults with QIC frequently re- 
ported difficulties. One 24-year-old man expressed disappointment at 
finding his girlfriend married to a normal male following a 6* week 
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.hospitalization ^f^r a fracture. A 40-y^'Ohl woman felt that the major 
tragedy of h^r diseaii^ was the lessening prospects for a husband and 
family as the ycyurs progr^sed. All the obsen^^hfilis were not negative: 
A 23-year-oId man comment^ that wfiile his physical deformities 
seemed to alienate some womeh; others wett intrigued with his ability 
to overcome his hand^caps.and dated him. 

All 01 adults were interested in c9mpanionship jind marriage. Only 
half of the >Vonien marked, all past the age of 30, and they married 
handicap{$ed> men. |ln marked contrast, the three OfT males were 
marriedUt an average age of 25, and they all married physically normal 
women. 

All marriages involving'tmPpi-affected spouse procfuced offspring 
vdth one exception: Xn OICT woman separated from her hdsband 
because he wanted children and ^^e did not want to risl^ having an 
affected child. D&spite the 1 in 2 risk for each child bom to be affected 
with 01, the 6miarried individuals had 9 out of 11 affected children. 
'After the birth of 1 affected child all OIC parents had no further 
children, whereas the 3 OIT adults had more children. It- is^ al.o 
noteworthy that 14 out of 21 sporadic families produced no Curthei 
offering after having an affected child. 

Educational careers w'ere slowed due to repeated frdctures and hospi- 
talizations.^Their commitment was high, however, since all OI adults 
achieved a^igh school degreer with some fmishing through GED exam- 
ination. Six attended .college and three graduated. 

Employment opportunities and occupational security were major 
problems for all 01 adults intervie\^ed. Most OIC individuals founii that 
their physical debilities required them to undertake modest,^ home- 
based occupations such as telephone answ€itrfg services, dressmaking, 
and home sales. Other, more ambitious persons developed their own 
businesses in their homes: One woman provided secretarial skills for the 
small community where she lived; another young man-did computer 
programming. Those more mobile adults employed withm the commu- 
nity tended to^maln in their jobs for most of their 'wd 

Limited occupational opportunities, absenteeism due to^tj^urrent 
medical problems, and the hemklitary nature of the^filea^^con^ buted 
to the extensive financial problems of almost jmOl adults and their 
families. Expenditures for special ambulatory equipment such as wheel- 
chairs and braces, continued medical and hospital costs, and S];^i|Ll 
transportation expenses created major and unrelenting financial bur- 
dens. Family financial stress was compounded by multiple occurrence 
of 01 in a family. Even tliough 11 out of 13 respondents indicated thai 
they received social services as a result of their' 01, they almost always 
needed additional services including better vocational and educational 
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counseUngt special. transpbrtatioiT services, as well as continuing finan- 
cial assistance. ^ t • ' ^ 

' ^ ' . Families ftjth 01 Sporadic Cases 
V / * Those parents' who produced a spora^c OIQ child 

were overwhelmed at the birth of their sonjetimes severeJy deformed 
babies, many describing their reactions ^ ones of shook and immobi- , 
.lization. Some initial reactions included anger that thet^ been bo, , 
one knowledgeable to counsel them aboutjithe diagnosis or prognosis/ 
for their child. Depression^&id feelings of. guilt' at having produced a' ^ 
malform^ child were frequently p'resent, afid fear that they would not • 
be able to provide adequate care for their- childywas sometimes over- 
whelming. These reactions occasionally impaired appropriate parental 
functioning: One set of normal paren^who produced an affected first 
child cut themselves off from friends and activities and concentrate<tall 
their time and energy on this child; another first-time moUier became*so 
depressed and frustrated at the extra care required^ by her affected chfld 
that she had to turn most caietaking duties over to her own mother. 

OIT families with affected sporadic children differed in t^eir initial 
reactions. Since with OIT bone deformities and fi;actures usually^o not 
- occur until 1 or 2 years of age, the newborn appears perfectly normal. 
Thes^arents Jiave a more gradual introduction to the disease, making 
it somewhat easier to aifcept. 

When a spwadic case of OIT occurs, the diagnosis is made, and the 
natur^vof the inheritance explained to the parents^, several strtss-produc- 
* ing reactions generally follow. A parent may inappropriately assume 
full r^ponsibility for the defective gene and becomb totally incapaci- 
tated with guilt and fear. Or, as in other cases, one spo^s* may blame 
the disorders on a defect in the other spou^iiaflw^. While genetic 
<Baorders often incur such severe maritaNd^tress^d frequently later 
result in separafion or divorce, this did not/occur among sporadic 
families.^ t\ , * 

Extended family members frequently werie noted as impeding normal 
family interaction and overall acceptance of the affected child. One- 
third of the families reported denial of the disease in -the family, and, at ^ 
times, even rejection of the child by grandparents, aunts, and uncles. 
Another one-third of these sporadic families mentioned that extended 
family members overreacted and became overconcemed, almost ob- 
sessed with the affected child. 
^ In contrast, one upper-middle-income famify destmed their sporadic 
child's birth and familial accepUnce as beneficial for the family in that\ 
it klowcd down their hectic life pace and unified them to give support 
^to the affected child as well as to each other. 
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Sporadic and Familial Comparisons • 
, Problems and'heeds frequently differed according to 

the mode of inheritance of the disease. In familial cases of 01, knowl- 
edge of the> disease and its risks provides a more secure, seasoned 
environrftent for the newbopi 01 child. Affected parents who'have lived 
with the disease correctly assume that they can prepare their affected 
chiid for ensuing diseas^related problems; however, this is not always 
the case. One mother attempted to compensate for the loss she experi- 
enced?as ^ child by overprotecting and overindulging her own OIC^- 
fected child, which is a familiar parental response. ^ 

In sporadic cases of 01 somewhat different kinds of problems and 
'concerns are faced. Giving birth to a child with 01 is initially devastat- 
ing for t^arents who have no prior knowledge of the disease. Their fears, ^ 
guilt, and anticipations are limitless. Frequently, they are overwhelmed 
by feelingjB of burden and discouragement that interfere with accepting 
the affected child. Schild's^ contention that the fear that one possesses 
a defective gene causes a momentous insult*^ the ego and fosters 
inadequate parental functioning was true initially for many parents of 
sporadic 01 cas^. There evolves a gradual acceptance, and tendency 
among sporadic fanuli^to focus <hi the affected child as unique and 
special, setting the chilaSapart and creating a family imbalance. In 
contrast, ah affected child bom to an affected^arent is much more 
readily accepted into the family. 

The ability of 01 families to cope effectively with the consequences 
of the disease is, however, severely 'stressed as the number of aljectcd 
Ikmily members increases. Familial imbalances again, occur when more 
than one member is affected, with 01 becoming the center of familial 
concern and ^activity. Those jwho are physically normal may feel es- 
tranged and develop psychological problems\ In one family with three 
severely handicapped members, one physically normal girl had to as- 
sume, heavy household responsibilities and faced critical identification 
problems that were hot jprescnt among the affected siblings. . 

o» Comparisons qf OIC and GIT Cases 

OIC individuals face an enormous onslaught of prob- 
lems consequential to their disease that are often less severe and 
complex among OIT cases. They must contend not only with the 
recurring fractures and resulting physical deformities of their disease 
but also with the social problems linked to their dwarfism and stunted 
growth.* As'-is often the case with a handicapping disaaSeT^ajor 
psychological difficulties ca(^ emerge, ^specially in terms of establishing 
a positive self-concept and self-acceptance. Physical disease and dis- 
abiUty may also induce individuals to respond with, an emotional 
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leaction that may be more incapacitating than the disability itself.' 
Most OI adults, howevqp^ appeared self-accepting and comfortable with 
themselves and their deformities. The theory that physical disabilities 
have special and usuall/' negative symbolic meaning was not evident in 
most or individuals.^ V x 

Ambulatory problems also plague OIC individuals more than OITs 
since most are limited to using crutches or are confmed to wheelchairs. 
Without a spej^^ equipped car, OIC. adults are severely restricted. 
Inaccessible public transportation 'and architectural barriers occasion- 
ally create a situation of almost total isolation. Metropolitan area 
transportation facilities- for the handicapped are virtually nonexistent, 
and, likie th^ir small-town counterparts; individuals with ambulatory 
problenft must depend on family, friends, or neighbors for mobility. 
Ironically, this dependencd fosters a reluctance on the part of some 
potential helpers, who fear that bodily movement of an affected person 
may well induce fractures. 

Mobility is a major consideration determining ultimate educational 
and occupational staV^ and achievement. Several OIC individuals were 
discouraged , by the inaccc^ibility of potential resources, and financial 
and architectural barriers as well led them to discontinue their formal 
education. This, in turn, limited their potential occupational oppor- 
tunities along with the constraints associated with their mobility level. 
Furiher;nore, nearly all respondents reported being victims of discrim- 
ination as they sought employment. _ / 

The kinds of employment more easily accessible to OIC|||^ 
•provide for bare subsistence income only. These earnings S^noi 
enou0i to cover the unrelenting stream qf medical expenses. Complicat- 
ing their financial situation is the fact that individuals with inherited 
congenital disorders are not eligible for medical insurance. 

Those faidividuals eligible for Supplemental Security Incomd (SSI) 
benefits can receive a maximum of less than $170 per month, which is 
barely adequate 'for subsistence. This situation creates a double bind: 
!n order to survive, one must supplement these SSI benefits; yet if one 
works, those benefits are either proportionately decreased or com- 
pletely cut off. A young OIC woman presents a typical dijemma: Shfe 
would like to. gain employment in order to become eligible for federal 
Social Security benefits. However, if she works, her Current source o 
income and n^edical coverage (a state-funded prograift) will be discon- 
tiftucd. Puerto her disease, she cannot afford tp be without rhedical 
coverage for even a brief period of time. She is, therefore, forced to 
remmh unemployed and dependent on her parents. An operqus feeling 
remains for many OIC individuals, one of l?eing an immense burden to 
their families because .they are thwarted by an unaccommodating sys- 
tem in their efforts to become independent. 
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In many ways OPT individuals confroixi more anxiety in their lives 
than do OIC individuals, because of their relatively normal appearance. 
OIT sufficiently complicatcsf affected individuals* lives'with repeated 
fractures, hospitaliziCtions* and ensuing losses from^work and spool; 
yet' they may appear physically normal and must compete with phys- 
ically^ healthy individuals in school and for jobs. This competition 
intensifies already hi|^ anxiety levels for these persons. The tarda form 
of the disease does not infiict enough of a handicap on many of these 
individuals to warrant welfare support or special aid programs. They» 
nevertheless, face discrimination in trying to secure and maintain em- 
ployment and in obtaining medical insurance because of their" disease. 



Additional Findings 

Qi<estionnsdre and interview responses document ^e 
impact that a physically debilitating genetic disease has on family 
dynamics, social relaUonships^ educational achievement, employment 
possibiliti^i and family finances. In contrast to another study that 
concluded that "01 adults • • • think ^e, feel alike and sound off . « « 
in the same way/** this survey rev^s a variety of responses obtained 
from Ol-affected adults. One might expect that such a disabling disease ^ 
as 01 would precipitate severe personality dysfunction among affected 
individuals. Instead, a varying range of reasonably good adaptations and 
compensatory measures were- found. Most 01 adults were r^d moder- 
ate to high in their levels of ambition and anxiety. HomBity levels'^ 
among 01 adults were judged to be quite low. They gave a general 
impression of some social* alientation and high dependency levels, but 
this is consistent with the physical limitations of their disease. 

Perhaps being physically handicapped, or restricted from normal 
activity, allows more time for self-evaluation and self-knowledge, and a 
comfortable acceptance of self is eventually attained. This might ac- 
count for .the high levels of expressivity and moderate to high self-con-, 
cept ratings of most observed 01 adults. 

Despite physical disability and disease-related fan^kl and social prob- 
lerps, it is si^ificant that half of the 01 adults ch9 to nymry and to 
have children. This may well indicate a quest for normalcy in a' life 
plagued with exception. Motivation for having children varied as well. 
Some parents ha4^en unaware of the high risk of having an affected 
. child. Those whi> ^ver e cugu igant of the risks involved gave no explafa- 
tioq for their/ motivation other than their extreme desire to have 
children. Schtrftz's* proposition that having a defective child intensifies 
parental desirej for normal children was not supported in this study; 
quite to the c|;>ntrary, the majority of sporadic families and all OIC 
adiilts had no further children after one affected child was bom. 
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IMPLICATIONS FOR SOCIAL WORK 

> There is in^deed ample opportunity for social workers 

to become increasin^y involved in the field of genetics. SchiWs'' 
itateroent that geneticists and physicians-lraditionally trained as aca- 
demicians ftnd researchers-have had Uttle experience or training in 
dealing Vitti personal and inteilpersonal relationships of their patients is 
a fitting toll for .contributions from the .^cial work profession. As 
genetic services expand, it will be the social workers* responsibility not 
. only to provide improved services t>ut to conceptualize and identify the 
nature and kinds of psychosocial problems lhat occur as a concomitant 
of inherited diseases.'' 

The un^net needs, of various diseases, espepiaUy those with low social 
visibility, should be further investigated, differentiated, and made gen- 
erally known. Taken separately, low-incidence diseases such 'ai;OI 
represent a small population; however, in combination Wjth the many 
other uncommon disorders, such as achondroif)lasia, Marfan's Syndrome, - 
and Ehlers-Danlos syndrome, the number represented^ by these low- 
Incidence diseases grows to sizable proportions. > 

Social workers who become involved with genetically inherited , low- 
priority disease groups such as OI must assume an advocacy role and 
help to initiate policy and program formulations with which to' assist 
these groups, whose unmet needs are considerable. The provision of 
nonpUnitive, facilitetive, and continuing financial assistance is a fore- 
most priority for these families, who are denied medical insurance, 
excluded from mbst catastrophic illness coverage, and who now receive 
only subsistence support frpm public funds. A chronic disease «uqh as 
01 takes a severe toll on even uppermiddle-class famUy resources. Only , 
generous governmental sponsorship, through direct and indirect pay^ 
mente, can aUeviate the financial stress placed on families affpcted by 
such debUitating diseases as OI. Such public sponsorship could easily be 
achieved through a revised concept of need that includes as bene- 
Viciaries Uios^who are permanently affiicted but not toteUy disable<J. 
and those who are financially desperate bwt not destitute: Wliilc the 
need for suciv a support iystem should be applicable to all persons 
affected by incapacitat^g disease, the need is greater for low-visibility 
genetic diseases such as 01 because.there art no sizable private founder 
tions that can underwrite some of the special costs of treatment. Tf 
programs arc available to help such individuals, they are usually piece- 
' meal and lack comprehensive coverage. * 
Since most genetic diseases such as OI imply chronicity, affected 
Indinduals and their families require a life span approach to interven- 
tion rather than the more traditional time-limited approach to provi^- 
in^ social* services. In many 'cases, the life fpan approach could be 
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elaborated into an intergcneraUonal approach to intervention because 
of the high probability of recurrence in subsequent generations. Except 
for »omei hospitals and rehabilitation centers, the sodal work profession 
is neither conceptually nor practically equipped for dealing with such 
long-range considerations. A concept of Tnonitoring-in-anUcjpation 
needs to complement the reacUve concept of crisis, intervention that so 
heavily permeates social work practice today. One prime avenue to gam 
access to this population of interest would be through greater social 
work involvement as- part of a genetic team. Early, consistent support 
for the family could be provided as weU as continuity of service as long 
as need exisU. Such social workers can also serve to facilitate communi- 
cation with taedical and research personnel about the psychosocial 
consequences of inlierited diseases. 

In the case of OI patients, in particular, the psychosocial con- 
sequences of the disease were marked by more variability and positive 
effecto thaa»oite would have expected on the basis of theory or 
exTpcctJtion. The predictors of such variability are largely 
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unknb»^n,SituaUon that is probably true for most other handicapping 
disuses at^his time. The observed cases of 01 were characterized by 
many of tfe individual traits-.typical of other handicapping disease? 
such as sjLrtness in stature 'and deformity, and thus jharcd similar. 
psychosociS -consequences with them. Jet, it would be a mistake to 
generalize tlis similarity vrithout further knowledge of the configura- 
tional aspecL of inherited diseases. Although this study was not com- 
parative, it Teems safe to assume that the combination of factors m 
Ol'-stuntei^vrth. normal intellectual functioning, bodily deformity, 
repeated frajures, and severe dental problems, among others-provides 
a configuratibn of pohsequerices that differs significantly from most 
other di^ase.entities. Only further comparative research can begin to 
make determinations of different configurations of complex psycho- 
social responses to inherited disease. 

Within the classes and types of Ol disease iUelf there are a number of 
differentiating psychosocial factors that warrant the utilization of dif- 
ferent social work practice interventions. For example, in familial cases 
• of physicall/ debilitating genetic disease it would be important for the 
worker to learn what meaning the disability has for the affected 
Individuals, Focus should revolve around an acceptance of limitations 
and concentration on realistic goals. Family planning and premarital 
explorations should include concrete genetic information about the 
disease. In sporadic cases, genetic diagnosis precipitates a crisis situa- 
tion, and immediate interaction and contact is often crucial. 

Social workers should remain cognizant of specific familial dynamics 
and potential problem areas that frequently occur within families with 
genetic diseases. These include parenUl feelings of guilt and inadc- 
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quacy, the. tendency to overfocus on and overprotect the affected child, 
the propenuty fdr. msrital discord and stress, and the sometimes dys- 
functional invohrement of extended family members; It is frequently 
usefi4 to involve extoided family members in genetic counseling and in 
promoting the acceptance of the child and his disease* Hiis hdps to 
csta)dish a groundwork for continual support and'encouragement for 
overwhelmed parents and their affected child. 1 * 

Although the precise psychosocial effects were unclear, tie pervasive, 
interiocking themes of relative immobility and continuing dependence 
at Keast have limiting effects on life satisfactidns and achievements. 
Although the adaptations of Ol-affected persons ^re sometimes re- 
markable, the constraints on their lives were evident in^ducational 
attainment, job finding, and job retention. A better developed and 
coordinated vocational rehabilitation service that caif effectively cbpe 
with job training, job location, job retention, as well as increasing job 
opportunitaies while minimizing discriminatory practices is evidently 
needed. . 

The key to increased opportunities for Ol-affected persons lies, in 
part, wi^ so)vii)g the mobility problem: If physical access is impossible, 
then other program efforts are doomed \to failui^Alihough there are 
often existing community transportation prop^MPg they are frequently 
piecemeal^ inadequate, sporadic, and oriented more to meeting recrea- 
tional needs than those related to employment. With so many frag- 
mented programs in existence, it is perhaps time ta develop city* or 
area-wide coprdinated^transportation services that can be more respon- 
sive to a broader spectrum of public need. It would have to.be guided 
by a new philosophy-in*practice>that goes beyond promoting life satis- 
faction through planned events and activities and aims toward promot- 
ing independence arid self-sufficiency by bringing, together the im- 
mobile with their opportunities for 9cbi'evem§nt. 

The often unpredictable and far-ranging psychosocial coi^equences 

and the continual drain of financial resources that are associated with 

most debilitating genetic diseases create a challen^ng opportunity for 

the profession of social work to find new ways to help these socially 

neglected families. 

< • 
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^ATEHEH^ OP IIHDA 0. COHHOBS 

Mrs. CoNNofts. My name is Linda Connors. I am from Rockalnd, 
Mass. I am here today in three capacities. I am representing the 
Tuberous Sclerosis Association of America, the Federation for 
* Children with^Special Needs of which I am the President, and I am 
representing Mr. Eli Tash who is immediate past president of the 
Association for Children with Learning Disabilities. Mr. Tash also 
served on the task force for th^ definition of developmental disabil- 
ities.'[ABT report, November, 1977.] 

All of the above-named entities support the majority report found 
on page 9 of the ABT report, November 1977. As I understand it, 
this ifi the final reportrtrf the ppecial study on the definition of devel- 
opmental disabilities .which was conducted in accordance with section 
301(b) of Public Law' 94-103. Mr. Tasli^sfatement supporting the 
majority report is attached to my testirriony and I think speaks for 
itselt 

Mr. Rogers. Thank you. I)t>will bejnade a part of the record. 
I TAts. Connors. As president of the board of directors of the Federa- 
' tion for Children ^i&i' Special Needs, located at 120 Boylston Street, 
Bostdn, Ma?s.^Ji4lj^ been asked by the board of directors to testify 
at these hcsiMrimfflPfis to the FederMion's stand ojv the definition of 
developmental disabilities, ^ _ 

"The Federation for Children with Special Needs is a coalition of 
^tl the statewide parent organizations in Massachusetts that Repre- 
sent' citizens with disabilities. Together these organizations have 
approximately 26,000 members. 

They are : Association for Mentally III Children ( AMIC) (Autistic 
and Severely Disturbed Children); Children in Hospitals, Inc., 
parents and health, care professionals concerned with the^ needs aqd 
rights of hospitalized children and adults; Massachusetts Association 
for Children with learning Disabilities (MACLD) ; Massachusetts 
Association for Ketarded Citizens (MARC) ; Massachusetts Spina 
Bifida Association, Inc. (MSBA) ; Massachusetts Parents Assooiation 
for Deaf and Hard of Hearing; New England Parents Association 
for Visually Handicapped Children and Adults; Parents and Chil- 
dren Together (PACT) ; Pafients and Frj^ends of Cerebral Palsy and 
Multi-Handicapped; Frescription Parents, Inc.; Massachusetts Chap- 
ter of the Tuberous Sclerosis Association of America. See the Federa- 
tion brochure. . . 

It was nnanimonsly voted by the Federation board of directors on 
February 28, 1378, to su|>port tlie majority report revising the defini- 
tion of developmental disabilities as defined on page 0 of the AIJT^ 
report, November 1977. ' ' 

Finally, I am here representing the Tnberoii5^ Sclerosis Association 
ofr America (TSAA) of which I am a founding director and myself 
as a parent of a 14-year-old child severely afflicted with tuberous 
^lerosis. TSAA supports the majority report as indicated in the 
ABT report, Nove mber 107 7, page 0, and seeks recognition by the 
Federal Government of tuberous sclerosis as a developmental dis- 
ability. 



I ^, ■ ■ ♦ I ■ ; 

' Jhe Tub€&t)us Sclerosis Association of America is a legal nonprofit^ 
tax exempt national organization incorporated iJhdeT the laws of the 
Commonwealth of Massachusetts, with chapters in Massachusetts and ^ 
New Hampshire. The association's headquarters is m Kockland, 

' TSAA was formed to combat the disease tuberous sclercfeis (TS>.- 
The Association was founded out of frustration because of the lack 
of information and services available to parents and victims of this 
disease ' 

Tuberous -sclerosis was once considejjed^to be a rare disease. Now,, 
with new and better diagnostic methods and incceased physician* 
awareness, more and more cases are being uncovered. Estimates of 
incidence are variable but probably range from one in 5,000 to one 
in 10,000 of the general population* , . 

I have some medical support letters attached to the testimony and 
^ I hope the committee will examine them. ^ ^ 

Mr. RoOERfi. Yes, we will. 
. Mrs. Connors. I think they are very important. ' ^. , , 

Tuberous sclerosis is a genetic disorder. Individuals afflicted with 
the disea^ are bom with it. Tuberous sclerosis is characterized by one 
or more of the following conditions. Any one or all of t^^^^e ^5^1^^" 
tions may range from very mild to extremely severe. See the T^AA 

brochure. , • • 

First, 90 percent of the patients l^ve convulsive seizures at some- 
time ioiheir life. ' , • J- J 
Second, mental retardation is prominent in this disorder. 
Third, tumors, which may occur in the brain, heart, kidney, viscera, 
and/or any vital organ. • t_ 4. 4. 

Fourth, physical handicaps Vliich may restrict the patient to a 
wheelcliair and/or being completely bedridden. ♦ ^ 

Tuberous sclerosis hafis no known cause or cure and there is no cur- 
rent medication to combat the disease. At the present time only the 
symptoiis of the disease such as seizures and hyperactivity and the 
affect of the tumors can be treated. The underiying disorder, however, 
is currently untreatable since we do not understand the basic mecha- 
nisms of (he disease. , ^ ^ , 

Tuber(/iis sclerosis affects both males and females and may occur in 
alt races? in its severe form, tuberous sclerosis can be very devastat-- 
ing, making the victim completely helpless and dependent. ' 

Tuberous sclerosis causes developmentaU delay. Many tuberous 
sclerosis victims are substantiallv and chronically disabled early in 
life, before age 22, and^are decidecfly in the target population as 
described on pa^^e 34 of the ABT report. 

Tuberous sclerosivS should be considered a deveJopmental disability 
because it is ft disease which is already present in the unborn child 
and continues to be present in the individual for the remainder of his 
life manifesting the svmpfoms outlined above. ^ * i , t 

Persons and families with tuberous sclerosis suffer from, a lack of 
meaningful human services. Integration with existing local. State, 
and Federal service programs is essential: Tuberous sclerosis victims 
and their families reqiiire a wide variety of services, inchiding phys- 
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ical, occupational and speech therapy, home and institutional care/ 
behavipr modification, genetic counseling, and many others. 

Tuberous sclerosis has such a wide sf)ectrum, programs have to be' 
modified for each individual patient. Often a tuberous sclerosis child • 
has multiple problems and parents do not^ know what services are 
available. 

For example, seizures with^mcntal retardation with kidney prob- 
lems, partial: or total lo&s of speech with physical handicaps and/or 
seizures and/or mental retardation, ot cetera. The severe tuberous 
sclerosis child places a heavy burden on the family who cares for 
him/her, physically, emotionally, and financially. 

Early developmental intervention is important in order to pro- * 
vide the child with tjie best possible opportunities to achieve his 
maximuni potential. 

The Tuberous Sclerosis As.so(^iation of America has never been 
funded by any State or Federal agency. Only very limited research 
is bein^ carried out in tuberous sclcrosi.s. Since tuberous sclerosis is a 
.serious cau.se of mental and phy.sical disability in a significant num- 
ber of Americans and may constitute as much a^ 5 perccTit of the 
developmcn tally disabled population, 'we feel that basic research 
should be of highest priority. 

In conjunction with this research an intenlsivc campaign of public 
education and phy.sician aw-areness is necessary since this is a poten- 
tially preventable disea.se. TSAA feels that under, Public Law 94- 
103, .section 109, part D, "special projects grant.s,'' that it could be 
and .should be funded. 

The Tuberous Sclerosis A.ssociation pf America feels strongly that 
the majority report be accepted becau.se this recommendation does 
not favor any of the exi.sting consumer organizations and/or their 
local affiliates. By accepting the minority recommendation. Congress 
would actually be favoring four or more national con.sumer organiza- 
tions that presently exist in this Nation. .We feel this would not be in 
compliance with the full intent of the law. * x « .. 

Specific reference is hero nmde to ITEW publication*Xo. OTTD 7r>- 
29002, entitled '^mat are Developmental Disabilities?" In this book- 
let the following are listed: National A.ssociation for Retarded Citi- 
zens, United Cerebral Palsy Associates, Epilepsy Foundation of 
America, and the National Society for Auti.stio-Children. 

Hy holding to the nriinority definition, these groups benefit from 
federally funded literature such as this booklet while TSAA and 
other groups do not. Further, in applying for funding linder DD 
these consumer groups also benefit since the the conditions they rep- 
resent, as in Jhe past, are clearly stated in the minority definiticin, 
section 2.r>, page 25, ABT report. 

We are aware of H.R. 11704, the '^Developmental Disabilities Act 
^-Amendments of 197?^.'' under the faption '^definitions," "Sec. 102; For 
purpQ.ses of-this title: . . . (7) tlie term Vie; elopmental d^i.sability' 
means a disability of a person which (A) (i) is attributable to mental 
retardation, cer^ral palsy, epilepsy* or autism." 

The abo\*e-naTne(l, entities thai I T'opresent do not support this defi^- 
nition of developmental di.sabilities. For reasons already stated we 
cannot .support H.R. 11764. 
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We do not support Senate bill 2600 because we feel it to be too 
hclusive and would dilute the benefits for children and citizens that 
Ne represent. - - £ 

' In closing, speaking only for the Tuberous Sclerc>s5s Association of 
ALinerica, we woiild hke the record to show that should the minority 
report, as stated on page .26 of the ABT report, November 1977, be 
accepted by Congress in lieu of the majority report, as stated on 
page 9 of the ABT report, that part Nq. l .of tho minority report be 
imended to include the words "tuberous sclerosis." 

Speaking on behalf of all those I represent, I would like to thank 
this committee for allowing mc to present our position and some of 
our views on developmental disabilities. 

[Attachments pjjMi-s. Connor's prepared statement follow :] 
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Mr. Rogers. Thank you for being here and ^ving us the benefit of . 
your thinking. I think the poinfe made are quite clear. We will take- 
into consideration all of the suggestions you have given. We appre-. 
ciate your beinc here. 

That concludes the hearing for today. The committee will adjourn 
until 10 o'clock tomorrow morning in 2218. Thank you for being here. 

The committee is adjourned. 

[Whereupon, the committee adjoymed at 5 p.m. to reconvene at 10' 
a.m.^ Wednesday, April 5, 1978.] 



DEVELOPMENTAL DISABILITIES ACT AMENDMENTS 
. OF 1978 



WVDNEBBAY, AFBIL 5, 1078 x 

House op Representatives, \ 

SuBCXDMMnTEE ON HeALTH AND THE EnvIRONMEN'^, 

CoMMnTEE ON INTERSTATE AND FoREIGN COMMERCE, 

Washington, D,C. 

The subcommittee met^ pursuant to notice, at 10:35 a.m. in room 
2218, Raybum House Offlte Building,' Hon. Paul G. Rogers, chair- 
man, presiding. 

Mr. Rogers. The subcommittee will come to order, please. 

I might say that we do have quite a number of witnesses. What we 
would Tike to do, if we can, is ask that individual witnesses try to hold 
their remarks to about 10 minutes. We have a little timer here to try 
to remind you. Panelists can take about 5 minuteB each,^ since thfe 
panel is presenting the game ojr^ll viewpoint. Ms. Nelson will be 
our reminder. V •> 

We welcome you here. We are aelighted to have you and appreciate 
your presence. ^ v i - ^ 

R. Lee Henney,* director of the project to Assess the Development 
of State Developmental Disabilities Plans, EMC Institute, Inc., 
Philadelphia, is nere; and Dr. Ronald Wiegerink, director of the 
Developmental Disabilities Technical Assistance System, Frank Por- 
ter Graham Child Development Center, University of North Caro- 
lina, accompanied by Ms. Paula Hammer. We welcome you. 

Mr. Henney, you are accompanied by whom ? 

Mr. Henney. Mr. Irwin L. Schpok. 

Mr. Rogers. Your statements will be made a part of the record in 
full. 

You may proceed, Doctop. 

STATEMENTS OF E. LEE HENNEY, Ph. D., AND lEWIN L. SCHPOK, 
DIEECTOES, EMC INSTITUTE, INC.; EON WIEGEEINK, Ph. B., 
AND PAULA BEEEN HAMMEE, DEVELOPMENTAL DISABILITIES 
TECHNICAL ASSISTANCE SYSTEM 

Dr. Henney. Mr. Rogers, we are pleased to be able provide this 
testimony on the Developmental Disabilities Act Amendments of 
1978 [see p. 336]. The substantive inf ornmtion of this discussion repre- 
sents the effort of the developmental disabilities planning councils of 
the 54 States and territories currently participating in the program 
as well as our own accumul/ited experience over the last 4 years. The 

(329) ■ 
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questions concef ning Hie evaluation and the activity of the program 
are contained. in our report and our statistical evidence of that Uctiv- 
ity. 

In our estimate, the dcvclopmcndil disabilities program is a pro- 
gram which is having an impact of increased services fpr its target ■ 
population through comprehensive planning, influencing in accessing 
funds from many generic services and gap filing. I^MC Institute 
h^s been involved over the last 4 years' with the developmental dis- . 
ability program, in the creation aiid implementation of the Develop- 
mental Disabilities Evaluation and Information Services, DDEIS. 
Mr. Schpok, on mv left, who will disntss the results of the analysis of 
the fiscal year lOtS plans in a few minutes, has been the i)rincipal 
architect of DDEIS. My involvement with* the developmental disabil- 
ities program over the past 4 years has primarily been in the area * 
of field activity and training, bringing a background of management 
training in the industrial world to the developmental disabilities coni- 
munitV/ '■■ . • . 

EMC staff members have worked in every State in tljp Union and 
the tterritories in implementing the comprehensive planning system 
and providing management training for professional staff persons of 
DD planning councils. 

The testimony yesterday told us about the program, about the com- 
plexity of the service network and the agencies, and I will not take 
our precious time today, since that has been thoroughly put in the 
record and our statement is for the record. 

To continue, if you will turn to page 4, the present DD legislation 
provides, in the mandated State Planning Council, -for a partnership 
of consumers and public and private service providers to deliberate 
and act on the service needs of persons with developmental dis- 
abilities at the state and national level. The program uses as its major 
method of action the coordinatiomand utilization of categorical serv- 
ice programs and tlie.authoritv of collective knowledge and experi- 
ence for the benefit of the individuals with developmental disabilities. 

The developmental disabilities program, during its relatively short 
history, 7 years, has , demonstrated, as the State i>lan analysis shows, 
its ability to access categorical services and o1)tain coordinated efforts 
for individuals with developmental disabilities among and between 
service providers. The program also has demonstrated its ability to 
access fiscal resources from a varjety of categorical programs for its 
target population. The dedication, 'commitment and individual au- 
thority of State and national council members, staff prorfessionals, and 
admlniBtrating^^; agency personnel has been and continues to be felt 
throughput thf ifetiqn^ , "vX";:/' 
' The'dwamia^^^ disabilities program will be 

^..^ttfier^em^ as these Ji^ffitigs continue this day. There has 

" been an (ibs^^vable im^iai^it. on tTTfv-^(<^\^ce!?. nyailable, both in quantity 
and qualiAV^.for indivi^fljA-w-ith''^^^^^ disabilities because 

of the implementation ofiTie.pD proglll^&^^v^^^^ 

The cornei\stoTies''-hf ili^cn.TT(*t (levp^jj^^i^^ program- 
are the comprehensive pr^nii|gisY^^ and service gap 
filling ^TAissiaiisvof Public Ijit^^^^h^jM^^ recommend that 
these. mifeiaiEs'f^t be lost witfiiit|i,iHsi^ tt.K. 11764. We will 
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review each of these missions, the status of state efforts based on the 
analysis of fiscal year 1978 State plans and the projected impact pf 
the relevant provisions of H.R. 11764. ' ^ 

Two major concerns which we hav^ are that comprehensive plan- 
ning remam a cornerstone of any new legislative enactment and that 
States retain the right for program priority selection and program 
determination. We feel that the commiufee, through the introduction 
of H.R. 11764', has made significant improvements in the current 
developmental disabilities program. ^ 

We believ^ compffehensive planning has become an integral part of 
the DD program in achievmg its primary mission, and this tool 
should remain in place in any new legislative directive. The States 
now have in place a opi^prehensive planning system which permits 
the xounciis and admiiife^rative agencies to respond to gaps in the 
service network -in relatioh\to realities of the political and servjce 
activities at the State and local level. Even though the four priorities 
identified in H.R. 11764 are the priorities of over 50 percent of the 
States in fiscal year 1978 State plans, it would be unfortunate to as- 
sume thittt all States and territories have the same service priorities. 
It would also impede the development of a continuum of services 
through strategic gap filling if the DD Act required specific? priori- 
ties for all State service networks. The mandating of priorities would 
also dilute the dynamics of consumer/agency analysis at the council 
level. 

Therefore, we would ask the committee to carefully examine any 
priorities which it would mandate for the totality ol the service net- 
•work, insuring that these were the total need and not average need, 
as is shown in the State plan analysis. ; 

The second concern which we havejs the 70-30 percent distribution 
of formula grant. mQ,iteys. Our concern is that if 70 percent of the 
moneys are reqmiried^"^^ gap filling, it might* as historical evidence 
indica^s, provide^^tli^^ replacement for categoricai service dollars 
which c5ln be accessed from existing: programs for the benefit of 
individuals with developmental disabilities' 

Analysis of State plans shows that councils and administrative 
agencies have been able to tap other fiscal resources for every mission 
area. At present, only 42 cents of every dollar spent for the DD pro- 
gram missions is formula grant dollars. 

In our opinion, the prorated distribution called for in H.R. 11764 
would decrease the emphasis on accessing other categorical service 
programs for the needs of the substantially handicapped develop- 
mentally disabled, thereby setting up parallel services and denying 
the severely handicapped, access to existing programs for the total 
population. 

We do not want this population to be considered out of the total 
population, but all services accessible for our population. We believe 
that the use of DD funds for identified gap filling is a correct one, 
but we believe this to be the domain of the State and local councils 
and administrative agencies. 

Mr. Schpok will now briefly discuss the present state of the Devel- 
opmental Disabilities Program as a result of the analysis of the 
stated plans, if you please. 

Mr. Rogers. Mr. Schpok. 
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STATEMENT OF IBWIB L. S(3HP0K 

Mr. ScHPOK. Mr/Chairman, I would like-to cover Aree things in 
thd three major mission areas of the program. I would like to recap 
the intent of the DD program, provide a status report of what the 
States are now dping against each of those missions, and oup opinions 
of the effects of H.R. 11764 on the current Developmental Disabilities 
Program. I will cover the three missions in the following ovdevt 
comprehensive planning, systems advocacy, and the service gap njl- 
ing_mission. i i 

The comprehensive planning mission in the current Developmental 
Disabilities Program is quite clear, gtate. Planning Councils are to 
have a continuous and comprehensive plan for providing services to 
persons with developmental disabilities. Indeed, that whole plan, 
phich covers about six areas tliat Mr. Humphries referred to yester- 
day, is a cornerstone for the actions of the council. It is meant to be a 
key function of the council. It is meant to be a blueprint for coordi- 
nation of categorical service programs. It is meant to be a guide to 
the systems advocacy 'mission, from principle to action, in each pro- 
gram year. 

In about 1974, a GAO report on several State DD programs con- 
cluded that comprehensive planning wasn't done. Based on a GAO 
recommendation the Developmental Disabilities Office started a long- 
range program to improve the council capability to meet the com- 
prehensive program, planning mission. The improvement program 
started out with a feasibility study as to whether comprehensive 
planning could be done at all within the framework of the program. 
Next a nationwide test of tlie comprehensive planning system was 
conducted ctilminating in tlio issuance of pro<rram guidelines in fiscal 
year 1977 relevant for the fiscal year 1978 State plan. 

1 think you ought to know w^hat the States were asked to do in 
the fiscal vear 1978 State plan. Each State was asked to provide some 
275 information elements related to each of the six areas in the plan. 

The National Advisory Council report is correct to say that the 
hnplementation of those guidelines was somewhat controversial. Vo¥ 
the 10 or 12 States that were critical^ of guidelines, they were con- 
cerned about the amount of infonnation or scope of information 
required. The 6 to 10 States that were in favor of the guidelines, 
were impressed by the consistency of format and indicated flexi- 
bility of use at the State level. , 

Despite the early controversy, the results of the effort of all^ States 
to fill their comprehensive planning mission are impressive. First, 
the State planning management has improved considerably over the 
last 3 years. This year. 70 percent of the State plans were in by the 
submission deadline, whilp in 1975, only 23 percent of the plan were 
in by that deadline. <i 

This year, 95. percent, all but three State plan were submitted by 
Ihe fimding deadline of October 1 ; in 1975, only about 53 percent of 
the plans were submitted bv that time. 

The State plan analysis'has nearly totally dispelled the claim thati 
the information is not available. On a nationwide bas^s over 60 
percent of all the information requested was provided in'this year's 
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State plan. Seventy eight percent of the States were able to provide 
more tnan 50 percent of the information. 

There were several exemplary plans. Among them were 16 States 
^ that submitted over 70 percent of all the infonnation requested and 
promised to get the rest of it this next year. 

These results of comprehensive planning, are the result of an inte- 
grated planning process in the councils. In one State in which the 
process recjuired negotiation among generic service agencies and the 
council prior to the submission or tne plan what was agreed upon 
and put into each agency plan was the commitment for over $70 ^ 
million of Services to the^developmentally disabled. 

In many . States, the council members themselves have helped 
gather the information. Council members have been involved in key 
decisions on the needs assessment, identifying gaps and barriers to 
servii^es, and setting up goals and objectives for this year's effort. 

The planning intent of H.R. 11764 is really not clear. There are 
references to appropriate planning in section 101 and further refer- 
,ences to the plan in section 133; out comprehensive planning never 

Juite reaches the mission status it now enjoys in Public Law 94-103. 
f the committee wishes to capitalize on the current capability of 
the States to utilize a planning mission, it can do so by legitiniatiz- 
ing the function of the State plans and the Council's planning 
processes. 

In our opinion, all that needs to be done is to reinstate the firm 
planning mission in section 101 and add language to section 133 
similar to the listing of the six areas that you have heard before. 
Such a commitment would not require a loosening of the mandatory 
priorities and service funding provisions you have in H.R. 11764 
your current bill, even though we beljeve those provisions to be un- 
necessarily restrictive. 

In section 137, the council should have authority to review and 
comment on all state plans referring to persons "tlffected by DD 
without Reservation. 

The plans themselves, because they are indeed coming across with 
so much information, provide us with a picture in two other mis- 
sion areas of the current law: systems advocacy and the service gap 
filling mission. . • ^ 

Under system advocacy in the current- law, states may respond in 
five areas. First, they are to protect the legal and human rights of 
persons with developmental disabilities, including maintenance of 
the protection and advocai?y system; they are to insure appropriate 
services to persons with developmental disabilities through indi- 
vidualized' habilitation planning and public awareness ana educa- 
tion action; they are to promote and effect the coordination of exist- 
ing services and programs; they are to promote improvement of the 
quality of service; and they are to monitor and evaluate the services 
network f6t:|^e services that are related to persons- with develop- 
' mental. Visibilities. 

The anafel^is of the State plans — and I am excluding the protec- 
tion and advocacy system in this analysis — shows that State plan- 
ning councils will be addressing themselves to all the mandated and 
optional advocacy functions in the current law. There are 500 activi- 

/ 
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ties reported. About 50 percent of those ari. dedicated to coordiiil 
tion;\ about 23 percent to promoting 1appi;bpriato, services througlf 
public awareness and habilitation planning; another 20 percent pro- 
moting improvement of the service quality. The councils are still 
lagging on the issues of monitoring and evaluation, in part waiting 
for the evaluation systcMii of the current office: Only aboutT percent 
of the advocacy activities are relato^l to evaluation. 

Although systems advocacy activities make up 60 percent of all 
reported activities, they account for only 27 percent of total dollar 
expenditures for the activities. 

However, there is sojie really interesting ovulcnro about the 
coordination mandate, f very DD program dollar that^ is being 
spent in coordination activities— and we are now talking about legis- 
lative and administrative policy coordinatiott^s well as the actual 
service delivery— is attracting about 30 ce#s from generic agency 
funds. Moreover, of the 153 coordination activities, about 30 percent 
are being implemented by the generic agencies themselves, ^'hat i§, • 
the agencies are taking the responsibility to see that services and 
program policies are coordinated. ' • u u 

The simple conclusion that is indicated by these plans, is that the 
DD program is gaining ifinancial and implementation support in the 
area of its coordination mandate. A similar thread runs through the 
other systems advocacv activities, partioilarly for implementation 
responsibilities. Nearly' half of all the systems advocacy activities 
are the responsibilitv of the service agencies themselves. 

If vou want to think of this in another way, you can think of it 
in terms of the director of RSA, CSA and a few of the other major 
programs at the national levels sitting in one room saying to each 
other, "I will provide you 30 cents of my program dollar to insure 
that we have coordination for dewlopmentally /lisabled persons." 
Further, the agency directors volunteer for the responsibility of im- 
plementing that coordination. 

H.R. 11764 pulls together the various aspects of systems advocacy 
missions and does a very good job of organizing those activities in 
the bill. It is clear that protection and advocacy systems, promotion 
of legal and human rights, individualized habilitation planning, 
coordination and program monitoVin<4 and evaluation are central 
purposes of this bill. 

However, it appears, from the featjires of section 133 and 137* 
that the mandated and optional methods currently available fc* 
achieving systems advocacy Hiissions will be narrowly focused or 
one or two service areas, along with the dollars that will be com- 
mitted to those areas. 

If the committee wishes to maintain the flexible and apparently 
fruitful response of state planning councils to the bill's system 
advocacy intent, serious consideration should be given to removing 
the mandated, choice of a service focus and program fund distribu- 
tion. Section 136 mirrht also reiterate the purpose of the bill as a 
State planning council responsibility. • 

In the current DD program the gap filling mission is handled in 
four ways, developing community alternatives and sponsoring in- 
stitutional reform; developing prevention and early intervention 
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-programs; expanding): the existing services^ and demonstrating new 
service tochniciues. , 

The State plans show about 300 activities for the gap filling mis- 
sion. The councils are accessing a considerable duiount of generic 
service fun^jls for those activities. In the area of prevention $13 of 
. genem service money is bemg attracted by every DD program dol- 
lar, institutional reform activities draw up to for every DD 
program dollar. For the total set .of gap filling mission activities, 
about 69 cents is being tapped from generic service agencies by each 
DD program dollar spent. , 

The effects of H.R. 11764 mandated service priorities and fund 
di^ribution on current gap filling activities is really not that clear, 
^'he current plan data seems to indicate less financial commitment 
from generic resources for existing service expansion. We can prob- 
ably anticipate that a greater dedicated commitment of DD program 
dollars to services will i>e followed by a reduction of generic service 
dollars in the chosen area. Other programs are experiencing that 
same phenomenon. But the central problem posed by H.R. 11764, toi 
the DD program results indicated in the plans* is the one of poten-f 
tial loss of flexibility of response for the DD program. The gap^ 
filling mission of the current program tends to confirm the priorities 
of your bilL but the activities individually and by^each state are 
considerably more variable than the national averages indicate and 
that H.R. 11764 would appear to allow. 

When loss of flexibility in the gap filling mission is coupled with 
the apparent loss of systems advocacy options^ the potential impnctr 
of the mandated services priorities and service funding distribution 
is severe. There is a real trade-off that can be made betwe^i the 
> service-oriented approach of H.R. 11704 and the planning Advocacy 
approach of the current program. 

Perhaps that difference is really lost when the appropriations meet 
the authorizations. But in my opinion, the scale seems tipped enough 
on behalf of the current DD program concept to warrant continued 
support. The progriini will bo a *'biiy" at twice the cost if it imple- 
ments itsiitated activities. 

Thank you. 




Dp. Hennj'^s and Mr. Sr hpok's prepared statements follow :] 
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STATEMENT 

Mr. Rogers aiid m^jSerB of the Subconimlttee, we are 

pleased to be able to provide you with Information which 

• - V • 

we believe to be highly relevant to your deliberations on 

H.R. 11764, "The Developmental Pj-sabllltles Act Amendments 
of 1978." . , / „ . 

The substantive i^ormatlon. of this disoi^sslon repre- 
sents the. effort of th^' Developmental'^lseibllltles Planning < 
Councils of the 54 states and territories currently partlcl- 
patilig in tj|ie progSram as well as our own accumulatlon-'Of " 
program and field experience In the past four- years. It is 
our hope that this discussion and the. written counterpart 
provldeii :to yoii and your Committee members will enhsuice the/ 
development of renewed authority for what we have observed as 
-a progressive, fruitful and unique demonstration in public 
social policy and program implementation under the present 
Developmental Disabilities Act. 



it. 



In our 



eattimate, the Developmental Disabilities Program 
. . is i^program Wtiicb is having* an impact of increased services * 
Its targe^ populatlion thrfugH; dbi^rehensiiW planning, '^influencing ^. 
. in accessing f urtds ,f rom many generic services arfd gap ^llii^g.^ ^ 
EMC Institute' has befn involvj^d, qVer the Aast four vears, 
■ with the.^evel9pi«ent ,aj5(3 implementation of. /toe coinpr^easlve 
plaining systfim which is erred to the- D^el'iJptnental Dl^a- 
bllities Evaiuatidh and 'Hvforroa^n Syste,^ (DDEIS) Mr. Schpok, ^ ,^ 
' ^'Cho will-.disc^sf th^results of the analysis ^f the FY ^78 Sti^e ■ 
•f solans* in a few 'minutes,;. h^e '*eoti the principle ^arcAtect of ^^^'^ _ 
* eon/jtructioa a# linpleinentation. M5jg|»volveinent with *he ^ 

•V ieveiepnenta" Disabilities >rogya« over the^|pl» f our years has ^f- 
.. ^been i^itawJ^^^n. the' area of/f ie^^^tivity and traiftiiig, brin^-r 
lAg J baAground of 'management trairtin^ iji the industrial tetting 
*to,,th/developmentai disabilities coiranbnity. .The EMC Institute' A 
' staff members have worMd'-in *very»sbet;e in 'the Union and partici- 
^' / pating* territories in implementing; the Comprehensive Planning 

System ind also in providing management training for professional 
■ ' ''staff persons, of DD State Planning Councils. Therefore, we fe^l 

that because- of recent and continuing interface with the Develop- ^ 
'mental Disabilities Program we can' present meaningful testimony 

for your deliberation. 
• ' When speaking about the Developmental Disabilities Act, it 

is very .important to focu^ on the needs of J:he individuals with 
developmental disabilities. The Developmental Disabilities Act 
. 1. is unique legislation^ in that it provide^^ legislation f^r an 
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ispeclally vulneriible population In our country. The develop- 
lentaXly disabled population is co9{>osed of individuals who .are . 
A need of a conple^number of services, provided by a variet]^ 
it service agencies,' and these services are expected to be needed 
Jiroughout the lifetime of the individuals . 

Tb0 overall purpose of any legislative effort for the in- 
lividuals with developmental disiibilities should be to insure 
;hat these individuals have the services avaiJLable when they are 
leeded, have the continuum of services necesshry- for the enjoy- 
lent and realization of 'life goals, and are 2ible to access the 
services at the time of need. The Developmental Disabilities 
Program &b )Aow implemented atteiopts to insure a complete service 
letwork for a continuum^ of lifetime of service and a strategy for 
Identifying and rectifying deficits in the service network. 

The present Developmental Disabilities Program provides for 
three promises to individuals witti* developmental disabilities. * 
Chese three promises are : , ^ 

• The needs of individuals with substantially handicapping 
developmental disabilities will be addressed by state 
service programs in a coordinated manner providing ser* 

' ' vices in respect to the functional needs of the indi- 

viduals. * > 

• Consumers and serVice providers'' will meet and evaluate 
the serviceSn^twork, identifying service gaps and es- 
tablishing priorities and strategies for^ filling the 
service gaps. *' ^ <p . 
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•'The Developi-ntal Disabilities Program contains ^ 
r .ignifieant dynamics in that it can influence service 
; ^^rovider agencies to provide categorical service re- 
sources to bear on the lifelong neediB of persons with , 
developmental disabilities. . 

The present DD legislation provides, in the mandated tftate 
punning council, for a partnership of consumers and public and 
private service providers to deliberate and act on the service 
needs' of persons with develbpmental disabilities .at the state and 
national level. The program uses, isit^ major method of action, 
the coordination and utilization of categorical service programs 
«»dthe authority of collective knowledge and experience for the 
benefit of the individuals with developmental disabilities. 

The Developmental Disabilities Program, during its rela- 
tively short history, has demonstrated, as the State Plan analysis 
shows, its ability to access categorical services and obtain coor- 
dinated efforts for individuals with developn^ntal disabilities 
«ong and between service providers. The program also has demon- 
strated its ability to access fiscal resources from a variety of 
categorical programs for its target population.. The dedication, 
co«nitment and individual authority of ^^tate and National Council 
Members, staff professional: and administrating agency personnel 
'■ hai been and continues to be felt throughout the nation. The 

dynamics of the Developmental Disabilities Program will be further 
d«»on.trated as these hearings conti*ue this day. There has been 
« observable impact on the services avail^le, both in quantity 
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ind quality, for individuals vitfa developmental disabilities, 
because of the is^lenentation of the DD Program. 

The. cornerstones of the current Developmental Disabilities 
^rograa are the comprehensive planning, systems advocacy and 
lervice gap filling siissions o^ PL 94-103. He would recommend 
^t these missions not be lost with the enactment of H.R. 11764\ 
fe will review each of these missions, the status of state efforts 
>ased on the analysis of FY '78 State^ Plans and the projected im- 
pact of the relevant provisions of H.R. 11764. « « 

Two major concerns which we have are that comprehensive 
planning ^main a cornerstone of any new legislative enactment 
ud that states retain the right for program priority selection 
uid program detenaination*. He feel that the Committee, through 
khe introduction of H.R. 117^4, has made significant iB5)rovements 
in .the current Developmental Disabilities Program. 

He believe comprehensive planning has become^pi integral 
part of the DD Program in achieving its primargf-mission and this 
tool should remain in place in any new legislative directive. 
Btates how have in place a comprehensive planning ^system which 
permits the Councils and administrative agencies to respond to 
gaps in the service network in relation to realities of the poli- 
tical and service activities at the state and local level. Even 
though the four priorities identified in H.R. 117^64 are the 
priorities of over 50 percent of the states in FY '78 State Plans, 
it would be unfortunate to assume that all states and territories 
hayS* the same service priorities. It^ would also impede the de- 
velopment of a continuiun of service* through strategic gap filling 

4 
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if the DD Act required specific priorities for all state service 
networks.' The. nandating of priorities would also dilute the 
dynamics of consumer/agency analysis at the Council level. 
Therefore, we would ask ^e Comnittee to care.fully examine any 
priorities which it would^mandate for ^the totality of the service 
• network insuring that these were the total need and not average 
need as is shown in the 'state Plan analysis. ^ 

The second concern which we have is the 70/30 percent 
distribution of formula grant monies. Our concern is that if 
70 percent of the monies are required for gap filling, it might,-, 
as historical evidence indicates, 'provide the replacement for 
categorical servic^dollars which can be accessed from, existing 
programs for the benefit of individuals with developmental disa- 
bilities. AiTalysis of State Plans shows that Councils- wid admin- 
iBtrative agencies have been able to tap other fiscal^ resources 
for every mission area. At present only 42 cents of ^eyery dollar 
. spent for the DD Program missions is formula grant dollars. In-t 
our opinion the pro|,rated distribution called for in H.R*. 11764^ 
would decrease the e^iphasis on aq^ssing other categorical, service 
programs for the needs of the substantially handicapped develop- 
mentally disabled, -'thereby setting up parallel services and 
denying the ^severely handicapped access to existing programs fqr 
the total population. We believe that the use of DD funds for 
^ identified gap filling is a correct one, but believe this to be 
the domain of the state and local Councils and administrative 
agency . 
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I now present Mr. Schpok who will briefly discuss the 
>re»ent state of the Developnental Disabilities Program as a 
result of an analysis of the State Plans and projected impact 
)f H*R* 11764 in each of the program mission areas. 

: "^"^ 

Mr. Chairman and members of the Committee, in my part of 
this presentation I wish to draw your attention to the missions 
of the current Developmental Disabilities Program, the planned 
activities of the states to fulfill these missions, and our 
opinion of the effects of H.R. 11764 on the State Developmental 
Disabilities Program. In these brief moments I will attempt to 
::over the three major op)erational missions of the DD Program: 
compf ehensive planning, systems advocacy and service gap filling 

^he'^:^omprehensive Planning Mission 

The comprehensive planning mandate and intent in P,L. 91- 
ind amendments of P.L. 94-103 is clear? State Planning Councils 
ire to develop and maintain a continuing and comprehensive plan ^ 
for services to persons with developmental disabilities, JJThe 
3cmprehensive State Plan is to include: . . ' .* 

1* An assessment of the service needs' of the deTvel-opr 
mental disabilities poputation. • ^ 

2, A comprehensive review of the scope , extent an3 .* 
quality of current programs and servicesi availafble" 

• ■ - ; ; - • 

^ . to persons with developmental disabilities"!? . 
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3. i<J«,tl£ication o£ the gaps ^nd barriers to providing 
needed .ervlce. to person, with develoi«ental disa- 
bllltler. 

4. Established goals, objectiv.es aAd service and program ' 
strategies (design for implen^ation, funded or 
unfunded) to be addressed by service agencies and 

the State Planning Council. • 

5. Provision for proper and appropriate administrative 
.tructure for the DD Program including: .State Planning 
council and designated agency organization, respon- 
■ibilitie3 and staffing. ^ 

6. A review of the DD state Planning Council activitieB 
and accomplishments. ^ 

C0«.prehe:j8ive planning in the current DD Program is in- 
tended to be a key Council function. It is no less than the . 
State Planning Council 's" public stand on how the service programs 
of- .the state are and should be addressing the service needs of 
the'^persons with developmental disabilities. It is intended to 
b. the blueprint for coordination It categc^rical service programs 
^ the strategies by which the council will -aid- in filling gaps 
in' services. It is to be a guide to the systems advocacy role 
of the State DD Program from principle t6 actual steps' to be 
talten In each year of program operation. 
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Following the recoonendation of a GAO report in FY 1974, 
\B Developmental Disabilities Office (DDO) set in motion a long- 
inge program to isapTOve the capability and results of the planning 
ctivities of the Councils and simultaneously meet the national 
nformation needs for* impact assessment of the progreun. (See 
able 1). Basically, the three years of this DDO • initiative be- 
inning in FY 1975 included a feasibility test of the comprehen- 
ive planning system, followed by a nationwide voluntary test and 
hen final modification and implementation )<3f the planning guide- 
inea . 

To assess the results of the investment in the comprehensive 
planning system, it is important to know what the State Planning 
:ouncil8 were asked to do in FY 1977 planning guidelines. In 
iccordance with the planning requirements of P.L. 91-517 and the 
unendments of P.L.* 94-103, State Plans were to address a total 
if 275 information -elements covering the six areas of comprehensive 
>lan requirements I previously described. (See Table 2 below). 

As the National Advisory Council Annual Evaluation Report 
(December 1977) states, the early response to the planning guide- 
lines was mixed. At issue for the 10-12 states which were 
critical of the guidelines was the amount and' scope of information 
b^ing requested. For the 6-10 states which wrote in favor of the 
guidelines, the consistency of format and the flexibility allowed 
in the planning process were important factors. ^. 
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TABLE 1 

THE CGHPREHERSm FLAIINING IflSSION 
BISTORT 

FT 1975 - DDO STRATEGY FOR PROGRAM ' IMPACT EVALUATION & ENHANCING PLANWING 
CAPACITY OP THE COUNCILS (3 years) 

PHASE I - feasibility/evaluation STUDY 

PRASE II - NATIONWIDE TEST OF PLANNING MODEL , 

PHASE III - IMPLEMENTATION OF PLANNING GUIDELINES AND 
TECHNiqAL ASSISTANCE 

FT 1975 - FEASIBILITY TEST RESULTS 

EVEBTT / ' . 

• RESEARCH MODEL OF S^ATE PLANNING PROCESS/GUIDE TESTED 

RESULTS 

• COMPREHENSIVE PLANNING POSSIBLE WITHIN PROGRAM ENVIROWffiNT 
« & RESOURCES 

• PROGRAM IMPACT EVALUATION POSSIBLE USING TREND DATA FROM 
' STATE PLANS 

FT 19^6 - NATIONWIDE TEST RESULTS 

EVENTS 

• REVISED MODEL STATE PLAN DEVELOPMENT GUIDE PREPARED 

FEDERAL GUIDE FOR IMPACT ASSESSMENT USING STATE PLAN 
INFORMATION DESIGNED 

• ALL STATES TRAINED TO USE THE PLANNING MODEL 

• PILOT TEST OF THE REVISED MODEL IN A JSTATES 

C 

, 6 RESULTS ■ 

• 30' STATES INDICATE USE OF MODEl, FOR FY 1977 IF IN GUIDELINES 
FORM & ASSISTANCE AVAILABLE 

FY 1977 - IMPLEMENTATION & TEC:i;JICAL ASSISTANCE 

• MODEL CONVERTED TO FEDERAL GUIDELINES ' 

• INTRODUCED IN FEBRUARY 19^7 THROUGH 10 REGIONAL MEETINGS 

• ON SITE ASSISTANCE TO A A STATES & TERRITORIES 

• ALL STATES SUBMIT FY 1978 STATE PLANS IN FORMAT 
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TABLE 2 

THE COMPR^EHSIVE PIAHHDJG MISSION ^ 
RESOTi^S 1978 

\ 

liHAT STATES WFRg ASKED TO DO ; #TNFORMATION ELEMENTS 

• SPECIFY SERVICE NEEDS OF DD 46. 
POPULATION 

• ASSESS^SCOPE, EXTENT, QUALITY 56 
OF CUiRRENT SERVICE RESOURCES 

• DETEPMINE' gaps & 3ARRIERS _ 

• SPECIFY GOALS, OBJECTIVES, 
PRIORITIgS & DESIGNS FOR 
IMPLEMENTATION 

■* » ' ' 

• REVIEW COUNCIL OPERATIONS 28 

• GIVE ADMINISTRATIVE' ASSURAfJCES 41 
& X)?SCRIBE|kPERiyriONAL PROCEDURES 

• SUMMARIZE • ^ 

Despite early controversy, the results of the effort of 
all states 'to fulfill their comprehensive planning mission are 
impressive (See Tables 3 and 4K Fi^st state planning management 
improved consic(erably over the three years; 70% of the State 
Plans for FY 1978 were submitted on or before the submission 
deadline as compared to 23% for FY 1975; and virtually all 
plana (95%). were submitted by the funding deadline for FY 1978 
as compared to 53% for FY 1975. 

Analysis of the FY 1978 State Plans ccxnpletely dispels, 
the claim that, information is not available. Nationwide, the 
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TABLE 3 , -. f 
THE CdVEBERSIVE PIAHNIBG KCSSION 
... tY 1978 RESULTS 

tlHAT TOE STATES ACftlEVED 

PIANHIN6 MANAGEMENT 

PX)R FY 1975*23% OF THE FLAN? WERE^IN 
BY THE SUBMISSION DEADLIJiE 

PGR FY 1978 70% OF THE PLAN^ WERE IN 

BY THE SUBMISSION DEADLINE (AUG. 1, 1978) 

lay 1975 53% OF THE PLAN3 WERE IN BY 

DING PEAbLINE ^ | 

FOR Ft 1978 95% OF THE PLANS WERE l!T BY " 
THE FUNDING DEADLINE (OCT. 1, 1978) 

RESPONSE TO REQUESTED INFORMATION 

. «• 30% (16) OF THE STATES REPORTED 70% OR. MORE 
OF REQUESTED INFORMATION 

78% (42) OF THE STATES REPORTED 50% OR MORE 
OF REQUESTED INFORMATION 



NATIONWIDE 61% OF THE REQUESTED INFORMAfPION 
WAS REPORTED ^ * 



48% (26) STATES SUBMITTED PLANS OF AD^ATE 
^ND.OR BETTER QUALITY (EMCI SCALE) 



42% (23) "STATES REPORTED 50% OR MORE OF THE 
INFORMATION AND WErA)F ADEQUATE OR BETTER 
QUALITY FOR THE ENTIRE PLAN 



79% (43) states obtained 10% or more of the 
inI^rmation ;vnd were of adequate or better 
quality in one or more parts of the ' plan 



54. State Plans contain 61% (168 of the 275 information elements) 
of . the infoxnwiiti-on requested* Sixteen (30%) states were able to 
obtain 70% or more of the information and, 42 (78%) states reported 
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AMpOn OF REQUESTED IH70RMA.TI0N 
IH IHE.OVEBAU. STATE PLAN 



f OF srxiES 

3D- ' 



30 
■?5 



20- 



■20 



15- 



10- 



1 



•14 • 



15 



-ID 



-:5 



1 



^ 30 ^ 30-39 tOJfl ' 50:59 BOffi 70-79 90-lfl) 



% OP IMPOI^MATION OBTAINED 
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50* or ■ore of the ^formation requested. AdditionaUy. almoat 
every state prepared some exemplary part of the plan. Forty-thre« 
(nearly BOX) states had 7^0% pr more of the Information requested 

and met the analysis objectives in at least one of the six areas^ 

■ » ^ . • ^ »• 

of the State Plan. ** * ^ 

. Prom our experience, it is clear that the results of the ^. 
comprehensive planning- mission are based on the integration of 
the planning process into Council operations. In one state,' the 
.^process^Asulted in the state agencies malting a commj.^nt tp 
provide over 70 million^'doUaYs of^ generic, service resources 

toward services for persons with developcnentte-1 disabilities. * These 

4 i . ft' , 

coartitments (over twice the current national- formula ^rant author- 
ization) were made part of the generic s/ervice agency plans. In 
nearly all of the states Council members were* involved in 'key 
planning decision processes including needs assessments, gap iden- ■ 

tification, and goal and obj||ttive development. - In many §tates, . 

■ ■ . ^ ■ ■ 

Council members themselves were instrumental in the gathering. of 
na^ed information. In our opinion, the comprehensive planning 
mission is being fulfilled. 

the planning intent of H.R. 11764 is not clear. While ; 
there afe references -to "appropriate 'planning'* in Sec. 101(6) 
(I) and J^2)'and further.'iref erences in Sec. 133, comprehensive 
planning never' quite j^iiches'' the mission status ft now enjoys 'in 
P.L. 94-103. If the Comait^:ee wishes to capitalize on the current 
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capability of tiip. states to utilize the f^issio" ' 

do SO by legitimifing the functions of tlie State Plaji and the- *• 
C6uncil'8 plenning processes. In our opinion all that ne^f^ to 

be done is to reinstate the current" planning mission In Sec. 101 

' . *• 

(6) (1) and' U) "(C) and add language to Sec. 133 (b)(2) similar ' 

p • ^ ' . -s- ■ 

to that listing ithe six areas of the State Plan we discussed 

•ai^lierj Such a commitinent would not require a loosening of 

tlfio mandatory' priorities and service funding distribution in your 

Bill although we believe such provisions to be unnecessarily jc, 

restrictive^ In Sec. 13.7(63(3) -the Council should have authority 

to review and comment on all State Plans affecti*ng fjersons with 

developmental disabilities without qualification. * 

Mr. Chairman, the FY 1978 DD State Plans contain an 

abundance of information on the DD population characteristics and 

* ^ ■ .• 

service needs, gaps to service provision and, most important. 

the actions of State DD Programs to be implemented in this year, 

Analysis of the planned^ act iv it ies has been organized into two 

other operational mission areas of -the- DD Program; .systems advocacy 

and service ^ap filling. - 

>■ The Systems Advocacy Mission 

In the current DD Program, states address their systems 
• ^ ■ • «k 

adv6cacy missions through au;tivities in five areas:, 

1 . Protecting the legal and human rights of persons 
with dev6'lopmeh'taI disabilities involving the 
' operation of a Protection and Advocacy System. 



2. insuring appropriate se^vicea to persons with devejjjf ^ 
opiftental diaabilitiea through individii^lized h^b^litation 
plai^ng'' ^nd public awareneso and edujfl^iortv action . 

3. P«)i8otiTi« and eflecting coordination of exisfting ^ 

••■^ 1 ' . * ' ^ m ■ ■ 

Borvices and'^rograms . ^ , jfc. 



^ 4.%romotiftg improv<jj(fent in. quality of 9er#:e8^ 

5 Monitoring and evaluating developmental disabilities 

■' service related programs of the state. - ^ ^. 

Analysis of the State Plans texcludyig the PrOtection^ajid 

* ^ ■ ■ 

^yAdvocacy System) shows that State landing Councils will be ad- 

^ dressing themselves to all system tdvo^^^cy mandates • and options 

Of the current law. Nearly 500 activities are planned nationwide^., 
^ ■ ■ ' ^ ^ 

4 to futfill this mission of Whichj^Q?^ are dedicated to the coor-^- 

- ■ dinktion mandlte. 23^ to the promoting of appropriate s^vices 

through public awareness aiTd hab^litation /larttiing^y anS 20% to ; ♦ 

^^promoting improvement of service quality. M^^ito^ir^ and eval^^ 

^'uation activities arj( still* lagging- accounting f^ m^ of the 

planned activities for the syjtems advocacy mfesio^tSee Table 

AltWgh^e systems advocacy activi tries' make up 60% of . 

all reported activities (including service expar^jion activities) 



-ther'acpounti^or 'only*^.of the costs repotted for ^1 «ftv'itie.. 
A. might 'be expected t^he cost fSr systems advocacy aci^Vitie9>ill . 
be bqpe by;. S^te feo Programs. However, there is evidence that ^» 
other generic agencife ^1 t>e paY*i>gmore for the COB^ of 
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TABLE 5 r 

THE SYSTEMS ADVOCACY MISSION (EXCLUDING PfiA SYSTEM) 
,^ ANALYSIS OF PLANNED ACTIVITljPS 
FY 1978 
(42 STATES TRifpORTING) 



Area of Syst^s 
Advocacy . 



Total 

NO .'of ^" 
^..Activities 
Reported 



ACT IVITIES WITH COST DATA 



NO. Of 
Activities 



Total 

$ 



DDSA 
$ 



DDSA 
% 



Average 
Coat/ 
Activity 



Expansion 

Ratio 



Ensuring .appropriate 
;^ervice to persons 
"^With DD ^> 

Ptomo'ting & Effective 
0j Coord»^ion of exist- 
ing service pirogrsuns 

. Proinotix:^^ improvement 
' of quality services 

Monitoring & Evaluation 
of DD related service 
. progrsuns 



areas 



116 



246 



99 



33 



74 



226 



59 



22 



$1,17J3,,071 $, 949.242 81 $15,852 1:0.93 



$2,367,392 $1^^628,389 69 '^10,475 
$ 89J,674 ^ 602,086 68 $15,113 



$1,563,307 $1,529,448 98 $71,059 



496 



3ai 



$5, 995,444 $4, 7X)9, 165 79 $15, 736 



1:0.9 



1:1.1 



1:0.8 



1:0.95 
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coordination activities than expected; every" dollar of ,DD Pro;gYam 
funds will bicing nearly 30'cents of generic agency funds. More- 
over, of 15J planned coordination activities 36%^(55) are the 
responsibility of ty generic service agencies themselves. The 
8*imple conclusion indicated is that the DD Program is gainipg 
finamcial and implementation support Hn t'he^ afea of its coordina- 
tion memdate. A similar thread runs through the other systems 



advocacy activities particularly for implemen«%jJtion responsibilltj|f.^ 
Neatly 50% of all activities planned for the systems advo9«cy mis-j^ ^. 
sion are assigned to generji: servtc^- ^agencies .f or? implementatio/i 

t we make too l^ht^of this "apparent athie)?emeAt of the 

• "f ■ " •- > ■ 

.... - . —1 - _ 1 ^ J _ _ 1 « * * ; ^ ; « i „ 



> Lest 

• Estate DD Programs, think of^ it In^this way. The national officials 
of vocational :rehabilit?tion, social services, office. of long-term 
care, maternal and child Kpalth services and education for the 
handicapped are sitting tbgeth/r, each pledging to the other 



30 cents of their program dollar to ensure coordination of policy 
and service delivery in berfalf of the DD population. Further, 
envision each agency director assuming the responsibility to 
impl^ent thi^ coordination. 

H.R. 1^1764 pulls together the various aspects of the 
systems advocacy missioB of the current DD Program through an 
exemplary job of orgaryization. It is clear that the Protection 
and Advocacy System, promotion of ^^.e^gal and human rights, in- 
dividualized habilitation planning, coordination and program 
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■lonitoring and evaluation are central purpoaes of the bill.^ 
However, -it appears from the features of Sec. 133 and 137 that the 
mandated and optional methods of achieving the systems advocacy 
missions will be narrowly . focused on one or two service -areas 
along with the priogram resources. If the Committee wishes to 
maintain the flexible and apparently fruitful response of the 
State Planninq^^, Councils to the bill's systems advocacy intent, 
serious consideration should be given to removing the mandated 
choice of .if service -focus and. program fund" distribution. Sec. 137 
should also reiter&te the purposes of the bill as State Planning 
Council responsibilities^ 

THE SERVICE GAP FILLING MISSION 

Mr. Chai^an, the service gap filling mission of the 
current DD Program is addressed by the State Planning Councils 
and administering agencies in four waysV 

1. Developing community alternatives and sponsoring 
institutibnal reform (dei^istitutionalization) . 

2. Developing prevention and early intervention programs. 

3. ' Expanding existing services. 

4. Demonstrating new service techniques. 

Over 325 activities (see Table 6) in these four areas 
are described in FY 1978 State Plans. Most of the planned service 
gap filling activities are dedicated to expanding existing services 
(5436) and. developing community alternatives and institutional 
reform T26^) . Service gap billing activities of the DD Program 



; TABLE 6 
THE SERVICE GAP FILLING MISSION 
ANALYSIS OP PLANNED ACTIVITIES 



FY 1978 
FES " 



142 STATES REPORTING) 



'•%REA OP SERVICE 
EXPANSION 



TOTAL ^ 

NO.OP 
ACTIVITIES 
REPORTED 



7T 



ACTIVITIES WITH COST DATE 



DEVELOPING C0I|I1ITY ■ 84 
^' ALTERNATIVES fiSPON- 
• ' SORING INSTITUTIONAL 
REFORM (DEINSTITUTION- 
ALIZATION) 

'DEVELOPING PREVENTION 36 
I '& EARLY INTERVENTION. 
PROGRAMS 



EXPANDING EXISTING 178 
SERVICES 

DEMONSTRATING m 29 

3ERVICE ^ECHNIQUES 



ALL AREAS OF SERVICE 327 
EXPANSION 



' , ACTIVITY ^, ' ^ 
NO.OF 'TOTAL DDSA DDSA-.COST ' HPANSION' ' 
ACTIVITIES ^ ' 



79 



30 



160 



RATIO;,- 



$7,150,475 $3,778,4,78, 53;-$90,5l2';,/,l:1.42i 



I ■ 



$4,867,400 $ 278,000 -'6 $161^46; 



1:13.1;, 



$2,611,449 $1,879,345 *I2 $16,321 ' 1:,L0'4 



28 $1,593,679 $1(^2)0,193' 80 '$ 54,'917 " ):0.,94 



1 

297 $16,22^,003 $7,20&Ioi6 ,,44 $ 54,623 



I I I III ^^^m^^km 

I* 

I 
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will account for «73% of all ^reported activity coats. Our beat 
Mtlaate . (based on \^ery limited data in the State Solans) is that 
between 80 and 100 thousand persons with developmant;al c^isabili*- 

p • • r 

ties will be served by these activities (see table 7) . The 

... - • ■. . • 

f average post pe^ person (again, based on limited data) estimated 

at About $^.6 17 nationwide. 

DO Pr*9raia8 are demohstrating that they can access aigni- 

. ' »■ I - ■ , . \ 

ficaiit generic service resources in the service gap filling 

H:'-:- , ..' ■ • ' - • ' ^ • . • . ' ' 

niaaion.: In the areas of deinstitutionalization, and prevention each 

VptoiCTcigraJ^ d61lar is .'bringing 42 c€^rita and l3 dollars, respectively,. 

V f^on' generic. ^ecviqe rosourcei?,^ Ijrf6t?.tu.tiona3. .reforn^ afctiVities.' , 

V aip/)a sho^ ratyrn to eaeh DD Program dollar ^^pc- 

, ^pahd ing is ^ing;. a e p/l^c d <^r . d emqri s bra t i 6 n 'b f new ' t ^'c h n iqu fee,^ a s ^ ' ^. . 

/ .• •xpectftdydi not." ''ji^iy otTV s^^^ ^- , ' : 

■ \;''A^ain; 'th^ cohclxrtlon seems ev pp Program id 

Ikdd'ressifeg its ^mandate arid doini^ 'a respeciabi^ job nationwide of-' 

influeribiliia the generic ^-alervices tor address the needs of perso;\s t. 

■ f ,with deve'lopnen tal diWatb,i;l.i ti«^^- . • *" ~ 

Tlie effects- •.<if'fl.J<.' mapi^ated siervice priorit;.qK 



fund .diatrib\)ti^A" oh cuxt^nt gap filling activities are nat \ 
so evident. . The- c\jrrent^ia'n. dSta^^s^ietuj* to indicate;;.! ess r:man^al^„.^- ...^ 
t^Wiitnent .from, gei»Vrl^-;X^&b>^rce'!i ^br, exist ing'\^ervWe-^g5^ans^on:^ v^.^vt^^^^' ' 

can pr Ob ab ly ant i#t pa t e t h affc. A* g tea t e r de d l^ca ted commi tffleHt o f \ . 
' DD Program dollar j^?*i:"b de^^.i^p^a;- wiyJ be*.. follow a rei^uc^ibis 'of ^^'^ " .. 
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TABLE ,7 

NATIONAL PROJECTIONS OF THE* 
TOTAL NUMBER OF DEVELOPMENTALLY DISABLED 
TO BE SERVED FOR FY 1978 



ARfiA OF SERVICE GAP 
FILLING RESPONSIBILITY ^ 

COMMUNITY ALTERNATIVES 

INSTITUTIONAL REFORM 

PREVENTION 

EXPANSION OF EXISTING 
SERVICES 

« 

DEVELOPMENT /DEMONSTRATION 
OF NEW SERVICE TECHNIQUES 

TOTAL ALL PROGRAM AREAS 



PROJECTED NUMBER OF 
DD TO BE SERVED BY THE 
54 STATES AND 
TERRITORIES 

23,478 

5,932 ^ 
39,811 

8,933 

9 

m 9 

9,138 
87,292 



♦ Based on FY 1978 Design for Implementation data. 
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generic .«rvice dollar, to the cho.en area.. Other program. .u^:h 
revenue .haring are de»on.trating^ that federal dollars tend to 
divert, if not outright suppVant, .tate and local co^nit^ent. to 
.Other pressing areas. 

But, the centri.1 problem po.ed by the current DD Progran, 
operation to the provisions of H.-R. 11764 is the potential loss , 
of flexibility of response for the I?_D Program. Th* gap filling ^ 
.i..ion of the current program tends to confinn^the priorit.es of 
your bill', but the activities individually and by .,,t. are conside 
ably more variable than national averages indicaUe and than 
H.R. 11764 would^ppear to allc^. When loss of flexibility in 
U^e ,.P filling mission is coupled with the apparent loss of system 
iavocacy option, the potential impact of mandated service priori- 
tie, and service funding distribution is severe, .ndee^. 

There is a real trade-off between the service oriented 
.Bproach Of H.R. 11764 and the plannin^-avocacy approach of^the 
, current DD.Program. .The difference may be ultimately between 
authorization and appropriation. But, in my opinion, the scale 
.eems'tippe-d enough in behalf of the current concept to warrant ^ 

* .^^n hA a "buv" at twice the coat 

continued support. The program will be a buy 

if it implements its stated activities. 

^r,v,-iKnfed bv EMCI Staff members: 
Data and observations contributed oy w^'- . 

Janet Elfring ^ 

Joan Geller 

Sarah Grannis 

V ' - Mary Rita Han ley ^ 

Lee Koenigsberg ' t.^ 

■ Joy Ann Perisho 

Marion Walsh 

<ryped by Phyllis Berlj-n ' ^ 

X 
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oh^!^' tpresiding]. Mr. Wiogerink, it was the feeling of the 

chairman that 1 ask you to highliglit youriestirnony, i)ecause we 

i^lThL) ri'r ^'^'^"'^^ appear%,^the con.mittee if you 
will highlight your presentation, we would Appreciate it., • 

STATEMEN.T OF EONALD WIEGEW 

nr?„^' basically in my written testimony. I cover wlio 

.:;^rrw.tfDDTo7nrilsTLl.-T ''' ''''''''' ^^^^"'""^ 
mS'' ?^ fl't- Staff across the Nation have accompjished 

™reas ""'^ ^''^V I'a^c been notably productive in-five 

Nq. 1. Councils have been active in advocacy activities in behalf 
of pei-sons with developmental disabilities and had been before the 
Sl°^Tm P'-of^^-tio" an.l advocacy system. In fact,' in -riVe 

states, DD councds had statewide P. & A. activities as early a.s 1974 ' 
Councils provide a uni,iue .system advocacy approach to .services for 
the developim-utally disabled which cmi.iil.-ineiit the individual ad- 
vocacy of P. & A. programs. 

Point No. -2. Councils provide a forum for interagency planninir 
and cooperation and oveiii<le barriers imjmsed by agency compete 
tion. Councils liave been active in developing intcra<'ency agreements ' 
and activities. ' . 

Point No. ;5. DI) councils have jdnvc^l a significant role in iiiovid- 
ing public awareness and public education. In iuldition to conductinc 
public awareness camjiaigns. DI) councils have brought hundreds 
of ^ye traine, specialists in the field of .services for the develop- 
iij€ntally disabled. Ihese are individuals trained hi idanning. le^al 
aiTairs. engineering, accftunting. jniblic relations, et cetera, "who 
tlirough the program, have become involved and are key "members 
in impacting our generic, services on behalf of iieisons witli develop- 
mental disabilities. * 

Point No. 4. DI) councils have provided a base for deveJoiiiiKr 
(luahty assurance luechanisms. They have established grant review 
and audit systems; have evaluated jylanning and service operations: 
have (ievelopecl case finding and case iXanagement operation: and 
have, from their overview of State activific.s. advocated the develop- 
mejit of statewide client tracking and follow-along programs. 

' Finally and mi>st importantly, from our iioint of view, DD couri- 
cij.s hav'o provided an access point for consuuiers aud consumer rep- 
resentatives. With their one-third or moi-e representation councils 
and their growing numbers among the staff tn coiineils. consumers 
fiave been provided with access not oniv to information. On the inner 
workings of Imjnan services, but also acee.ss to planning, monitoring 
and system advocacy. Consumer members are not pa.ssive partici- 
pants Most of the leadership positions are filled by consumer num- 
bers. 4n e.xamplejs Judy Brown, from your own State of Kentucky 
Wc strongly recommend that DD councils be included in the e.xten- 
.sion of the DD program.' 

I notice that DD councils are siiecificallv mentioned in H.R. 11764- 

•we are coftcemed about the fact that they are nof.included in the 
Senate bill 2600. Paula will comment specifically on H.R. liXM ' 
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STATEMENT OF PAITLA BEEEN HAMMER 

[ammer. Dr. Carter, you and the members of tlie subcommit- 
! a positive track record of responding to tlie developmentally 
disabled and to the DD program generally. We thank you and the 
subcommittee for holding extension hearings on this topic and for 
being so open — and your staflf — to accessibility. We support the essen- 
tial elements of H.R. 11764 in continuing the DD program and main- 
liaining a role and function for stated councils iind also by increasing 
the arborization for the state councils and the protection and ad- 
vocfi)Sy systems.! 

There are some changes contained in H.R. 11764 which are vari- 
ously perceived by those of us in the field as either focusing a diffu- 
sive and elusive program concept, or as narrowing and confining 
State strategy to comprehensive planning and coordinating the broad 
^J^nge of Services required by the developuieutally disabled pei*soj;is, 
I would like to review several of the changes and focus on some key 
concerns that we have. 

,JPirst of all, we are concerned about the 70/30 per(5^nt ratio of ex- 
penditures for services aa opposed to the planning and advocacy 
p. This really goes to the head of the DD program concept,, 
estion here is, is it in the interests of the bill to rtiove the DD 
into tlie business of providing direct serviceB at the expense 
planning, coordination, monitoring and influencing fuctions 
ncils h£tve performed ? 

^commendation on this point is that states would be allowed to 

>^ have the flexibility to spend the formula tyrant fuVids on 

services or on planning or on advocacy as they are necessary. I refer 
to the data that Dr. Boggs presented yesterday, which shows there is 
a wide ranee in how the states allocate their budgets. I think there 
. is a need tor flexibility in the States' determination of this is^ue. 
Many states spend 100 percent of their^allocation in tke influencing, 

Elanning and coordination function. It is ihiportant tq retain the flexi- 
ility for those States to be able to do that. 
We would recointnend the deletion of the 70/:^0 rntio to allow maxi- 
mum flexibility to the' statt?3. In fact, I \yould probably go so far as 
tQ say- that any incentive ot encouragement that might be given to '■ 
councils to more more in the direction of plamiing'and coordination 
and systems advocacy should be encouraged. , 

A second major point^With regard to the legislation is the role of 
the "State planning council, in generating the State- plan. We feel 
there is a need to clarify this language. The language in the current 
l)ill and in -11764 refers to the council's function to supervise the 
development of the state plan. Although that appears to he very 
clear language, by the time that gets through tjie HEW r^^ilation 
process; there is considerable ambiguity about what that mejirts. We 
woul4 like to see that language clarified. 

At'a minimum, the council shmiTjj. establish the priorities for the 
*plaif"an^the council slioiHd have an' active, not a^ passive, role in the 
planning' process and should have final ap'Jiroval and disapproval, 

.1 would like to see/also,. some of the language in the findings and 
purposes section of the legfslation. We are very comfortable with that 
portion^of the finding langu|ige w;liich-states that the overall purpose 
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of the bill is to assist states to serve developmentally disabled indi- 
viduals through a system whicli coordinates, monitors and evaluates 
services. ' 

Wo would suggest that the plannini? f tmrtioii be added to this por- 
tion as well. However, in sectipn 101(2) (a), there is a call for a 
priority focue to the developmentally disahjtnl i)erson because his 
needs cannot be comprehensively ^'overed or otherwise met in the 
education for all liandicapped children act, the Rehabilitation Act 
of 1973 or other education and welfare programs. 

The implications here are that there are inany DD incfividuals 
whose needs are comprehensively met by sucli programs. AVe woidd 
like to make two points. 

One, none of the catef^orrcal programs named serve com[)reliensive 
needs. A low^mcome disabled cliild^may be entitled ,to health care 
under early period clinic scteeniu^ ciia<j:iaosis and treatuient; income 
assistance under the suppkMueutal income program: social services • 
under title XX: and special VtJucat ion und(»r Public Law 1)4-142. 

Each program would recpiire U;^se[)arat(» individualized written 
pfescripti\*e program. Unfortunately, there is little cluuice that the 
title XX social service worJcer will talk to the. special education 
teacher, and there is the chance that the benefit- packages really will 
he coordinated at the level of the indivi<lual child or develqpmentally 
disabled person. There is even less chance for a smooth transition 
for that person when elit>;ibility status'channjcs or wl^en a child grows 
to the a^e when vocational rehabilitation or ^vocational education 
becomes a profi;ram option. 

We feel vej-y stronjjly that the. crosscuttin^ mechanism that the DD ; 



^ram alternative; is extremely important in puttin*; to^^efher a com- 
prehensive benefit packajje for the individual whose needs-are met. 
and served^bV a nuinber of catt>;orical service providers. 

The second point .i-Qlated to tins is that many disabled individuals 
who are elijrible for and entitled to benefits, under t^e categorical 
servici'. program never make successful entry to the service delivery 
system. For example, we know that tlu* participation rate of eligible 
disabled children in the income assistance \)rogram imdcr SS is ex- 
ceedingly lo^v. There are many eligible children who are not receiving 
benefits under that prograh'i. Information barriers and tlie com- 
.plexity. of the process to even ai>ply for those henefit.s is keeping 
many.'<lisahled individuals from receiving the p,ro|^)er entitlement- un- 
der that program. 

Having.these statutes in the legislation yi place is not sufficient. At 
the State .level, sonie accessing of the facilitat in<!: mechanism is nec- 
essary. DD , councils and the protection and advocacy 'systems fill 
this need. i i 

Irt otlier instances, transportation barriers miiy be ;a problem.to 
the'adequate delivery^^of .SW'vices. It is the DD connciTs gap fiHing 
Muissions that allow- the". l^^a^t ion that we have on the books t^J be 
actually implemented ftj^th(^'$Wte le\^l in a way that is beneficial 
to^levelopuu'ntatly (llsjiM^^ Enaeting.the legislation that 

we have, the civilriglljfl^^ individuals under section 504, 

94-142, is the firj^t steftniV i^i^ing rights. 'But implementation at 
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the State and local level requires the dogged persistence of advocacy 
organizatton^^such as DD councils; 

There are outreach functions to be performed. There is informa- 
tion fuaction to be performed in making disabled individuals aware 
of jivhat their rights are and how they can access their rights under 
the pr|bgram. In many cases, individuals need specific help in making 
agplication for these benefits. State councils have made significant 
cptitribution in helping programs to better reach DD* persons. It is 
very important that we fyt;^in this aspect of the DD program, 

,W e i)Ow tfirn to the issue of settmg priority areas. The priority 
areas highlighted in H.R 11764 ^re important. In our view, every 
State will need some activity in these ^eas,^whether planning, moiv- 
tortng, system advocacy, or model p^gramming. 

Mostj-'DD courh;iIs have signifi^nt activities which could be clari- 
fied currently und^ these broad priority groups. Two points should 
be macje. * » 

First, theift is an issue of what is the Vole of the DD council with 
regard to these priority areas. Is i^ a function of orchestrating exist- 
ing services'or a f imction of providing services under this categorical 
heading? Most of the priority services areas are the legitiniate 
domains of existing service afeas. These priority activities do not 
exist" in a vacuum. State council responsibility should be viewed as 
that of orchestrating e^xisting provid(?rs, not as ^etting'up competing 
service programs. Councils shoukl- be encouraged to focus activities 
on priority areas but shoaild be free to determine .how best to impact 
these areas; whether that be through planning, influencing, advocacy; 
or model programing. ' We would argue for maximum flexibility at 
the State leveT. • 

Firi^illy, I would like to call to the attention of the subcommittee 
the very real parallels between the struggle in the DD program as a 
comprehensive planning program with strong citizen participation 
tQ the struggles that this committee has observed over time with the 
health planning legislation. 

I tliink many of the criticisms that have been brought forth with 
r.egar(l to the DD ^program are things that we have heard in tfee 
^past about comproUon^ive hoalt4\ planning liud about the ne\y health 
j^ervi'ces agency.- We really 'look to this coiumittee and the historical 
support of the comprehensive planning mission and the involvement 
.. ofVitizen patticipation to retain those issued in the DD program. 
I be happy to unswer any questions you may have. 
Testing rei^umes on p. ^^TG.] , . * y ^ 

' »pr. Wiegerink's and Ms. Hammer's prepared statement follows:] 



" ■ 364 . ' ■ /■ 

HSAid:*SS CN HR 11764 

• . • r 

SOaCOMMITTEB ON HEALTH AND ENVIRONMENT 

BOOSE COMMITTEE OH INCEJUSTATE AND FOREIGlj^ COMMERCE 

» ' • ■< • 

April, 1978 • " 

Presented By ..... 

Ro^l Wiegiesrink 

PauA .Breea Hammer 

DeveloF«nental Disabilities Technical Assistance System 

University of North Carolina j 

Chapel Hill, ' North^ qarolir;a ' 



365 

Xr, "chAirsar. rnd =;er=beri or the Coscaibtee — Paula Hammer and I are. ^ *Sifct 

pleased to be able to testif/> support of the continuation of the ' " 

OevWlocoental Disabilities Program and the continuitioj> of the Developmental 
-Diaibillties Council, and t-ieix signific^ijt role in u^^zo<F^q i&^ri- ^^J^^^^s 

' . * ■ .i' ■ ' • . ■"■;'rr - : , ; 

f ■ . • . . » • ^ 

•or. oersoxxs with devfelopicantal disabilities, ^ , '* v • 

y.s. Eatom«r ar.d : Lef roni .the Developmental Disabilities Technical- 
Assistance Syiten, a progr&^ national significance funded by. the 
Developmental Disabilii^^MHH the -University of North 

iLrolica at-cSl^^r^^S^H^ 
training to our nation's 

isf:jrrentiy in its sixth and final, year- During this time, we,p||r* inter - 
acred with Courcil ncjabers and personnel fron every state and territory and 
oerscn-liy provided on-^e =33istance in 40 states and two territories." 
We r-£"e cor.du-t»c 109 orienr^-ion sessions for over 2,000 'DD Council meaArs 
ar-d s-afs and'rJiv-r s-^pliad z=r.5Ultatiort in the areas of oirganizational 
■«^vr* rcnent, pr::rrizi pl'arjvir.r and tvaludtion, public awareness, resource 



Lc'.r.en-. 2-v:>cacy, -ei'sti: 



^ticr-i-ization 'planning an<^ other areas of 



-ar £o"eTo-— - "Th^s -r = -tio3 has provided us with .a unique overview 
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of- the. functioning af our Councils across the .-.^tion over time. We. hava 

r • 

: '^.tnesifcxD councils' struggle 'to establish identity, organization- coosiit. 

ae^t and to impact on: the human service deli-ery system 'on behalf of^the , 

" de-elot«ent*lly disabled. .Despite the fact th^^ DD Councils have had te, con- 

• ''-4 ..■ ■ ■ ' . 

^ ter*''|r.itially with being foreign bodips to stite government, to operate 

.*ti ■ • 

with fever-Jhinging tfnles, regulations,^^ and repcrting formats, and to operate 

.**,"'' • 

' -♦ with yearly -^r^ioyer of staff and membership, they'have remained viable and 

*u-ctioiIil. Councils in a4ry 'state and territory can point to specific 

''accdDiolishnentsMnique .to their state's human ser^/ices. The fafct that^.Chey . ^ 

mx'iit ^Qj>er.ate-as outlined .WagP*^^*^ ^^.^ regulations is alone a 



no'table accomT)lishment;. the fact that^y are often at the h^art of plan- 
■ - nir.g. advo^lt&g. an^teonitoring services for tne d^velopmentally disabled 
V ' ^ * ^' ' 

' is a signrficant ffeat^ ■ , . ' ^ 



/ .We vc--:ld Ii>.e tp comment briefly on ZD Cc--.:ii functioning ani ,e.^n . 



■.J. 



':zrent specifically on House Bill HR Ll"5^ 
6z rouncJ.ls are v)ry diverse in nature. 



.size, they h'ave var:.sd frcn 



r 



to iZ in"s^ershi? with staffs frorr one zi 23. Seme p.eet rrvor.thly, y 
tvire a year; r.ztt rr.eet four tunes a y-ir The ir* pla = er.4»nt in aaninis- 
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■ ■. ■ ' • ^- ' . . ■ 

*tra-ive agencies varies from lowly subdivisi*or.ed statu* in mental retardation 

t 

\, 'and mental health agencies to highly visiiXe status^in humaniresoxfrces and 

» 9 ^ . . , 

Governor's planning agencies. To speak -of Councils is to, speak of t.he ' . 

.variety in states a»a territories, themselves. • ^ 

Their singularity derives from their process of deveXocnent from foreign 

objects' thrust into ongoing state agencies to p^ners for . change'. Slowly 

they are. achieving * match between their structure and^ function and the 

needs of their states in serving developmen tally disabled persons. By last ,^ * 

' count, 20 Councfts. are operating under state legislative authority; the -^"^ 
» « ,7* 

Others' by executive orders and bud^^tary action. Despite the constraints 
* ■ 

~/ifli?osed by ever-^rbwing state human service agencies.. DD Councils are playing 

unique and needed rolea in ;st^e gov<?rnnent. 

' DD councils and their staff across the ratidh' have accomplished much' — 

in our estimation they have been notably procactive in- th.e following areas-. 

w 

• (1) Councils 'have been'active in advc.ury activities on behalf of 

■ . • • * * ■ . e ' , ' ' 

•persons with developmental disabilities and had been before tne 

development of Protection- and k^;TCizy Sy-.tons (? & A) . In fact, 

five states' DD Councils 'funded state-iie ?. A activiti^ as 
,, , - 

early as 1974. Councils provide a Mr.irue systems advocacy ^ ^ 



'a 



368 



approach to davelapinq services for the developmentally 
.disabled vhich co=?li=ent$ 'the individual advocacy of the 



p 4 A Prograa. 

Cpuncils l>av« provided a fdrum for interagency, plaiming and 
ccooeraticn that cverrides barriers imposed by agency ccmpe- 
titior. CDuncils have been active in developing interagencfi 
acreenents and activi tie's. 

DD Councils have played a significant role in providing public 
a'-*areness and public education. In addition to conducting, ^ 
public awareness canpaigns.. DD Councils have brought literally 
hundreds of well .trained specialists into the field of service^ 
for persons with develaonental disabilities. These are in-^ 
dividuals trained in planning, legal affairs, engineering, 
accounting, public relations, etc. who through the DD p^am ■ 
have become involved and are key figures in impacting on generic 
services on behalf cf persons with developmental disabilities. 



■om 



DD Councils have provided a base for developingyquality assur- 
ance r-echanisae. They have established grant review and audit 
systems, have evaliiated planning and service operations, have 
4|^eloced' case fij^ding £r.d r»se management operations, ana fr 
their overview of stare activities, have a^dvocated the develop- 
ment of statewide client tra^r.ing and follow-along progra:ns. 

• Vinally, and, -er.r.ar.5 nost L-nportantly ' f-o"* vio-poir.t^ CD 
Co'wils have provi::ec ar. a=ces5 point for consumers and consumer 
reoreser.tatr/es. '^'ith. e.eir ;ij^*-t;hird or nore representation on-' 
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Councils and their growing numbers anong the staff Councils » 
consuaers have been provided ac<?ess not only to information on^->. 
the inner worltings of human services but also with access to 
planning., monitoring, and within systems advocacy. Consumer 
menlbers are not passive participants; in fact, aost of the 
jjj^ leadersh?p positions on DD Councils are filled by consumer 
. meiSbers. 

' r . y . ■ - 

* Thank you for the opoortunity- to testify in support of HR 11764.- Paula 
s^jp^y will now specifically address our reaction to Ahe bill as it stands. 



,•^1':'. 
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*4 *Hr . Chai rman*, yoii and the 'members- of t'-"i s: sybcoirwi t.tee have a 1 Jn< 

and positive- track reed rd "of respondinq to tti^ tieeds -of-devel ODTOntally -'v. 
disaljTed people and supportfrv^.the. 00>i7Dqr^'rt. ^ We^.supDort the essential. 
eVsnerts of HR 11764 which 'xpntrn^^s ^^s' ^^^-.^"^"^^^"^ maintains the" 

■ '.' ■' >■ : . ■ • . 

rol'>\nd'function of -St*^ PlaQiiirrq/Coui^ci'ls ^-^1 '^^ ^uthoru^ation ' 

».■■.• ''v r * •= ■ ' " ' 

• levels ft*- the 5t'n« ^ocincils«and/the /PrStedtion ^and-Advtfj;5cy. Sysjtems. , 

Michjjnqes^xontained 'in Hl^ ^764;VreNar;ous^ljf^p«rbei yed as eij,her- ■ 



di^ftjse .af^d 'el.uslve' proar,#m cof^ n^r^O'^^Tng 'aijid ; '" ; /: '/ 

lyKifflii ^ rtHR ^•t-a tp- s tr a fe<}^i e s , 0 1^ corporeh^stv? plaaning and:Cb)Drdinat)nq. ... .-^ 
t^raUbS^W^' of human services rea^^ired' ty (fevel opp^tal.ly disjbliid .vi j; • ' ' ' 



^ v^'" -4- 't'^Wu rev1ew>ihes!e'>chanqes as'th|y'^/]^t^.^o the/Siate' .RD^'GoOndi;.v: 
... /;v^;ri:^ a(3W tunc^ion. * ■ ' ^ ^ > ' ' .'..vr" % 

^Y 'l^^- W two rajor-Concen^inTeVJeWi^^^ ^ . "■V/ ': / 

•l".' .'.Sect.W)p I3a(b)4. The 70 ^0 rdti^'--^' s-rv-Jtes:; Plar-n.fnq anjl Adypcacv. - 

■ ■ ' \ ;^ . **«*^ * ■ ■ * - ■ • 

' v buiT>5ess"'o*' PMvidiV di rectjaS^^Qas t*e ?x:er.^e .of .pla;ining» coor-.;; 
.v.. ,jdin^>on,-mon?^4*>(X=;: and#¥^^^ service resources?. Carried/ 



'^r' • ■ ■ Is-It'-tKe ^"ntjent of the biA tO ^^^ :0 :?roar^-^.rore 'into.' th^e 





■■••jWts IcclcalV.conctusiofi saeK-a\move:W^^^^ ■ 
.of v3t"2nt)the»r cateqorical service Dni)craTTf/:-;1>i'^^^^^ /] 

^••about alTocJtioa of ' funds aronq thexvanouV./E^ • ' 

. V^ffi&iii wm st^t^.iH^cretion/ -As^n^ 
•^rtifite . E state Government , Autumr),-. 1.977) : . v : ^ 

; ■ V shift in utill^litiOTiv In the firs^}^^%^:^f^^s^^ 
. aot '{fU^I ■1971)!>3^ates sp 

fofniili, funding on;>T4pniftg/- .55^^^^ 
■ 22 -Del^ent on ciflst ructiQ^ 'vind^ p'^r|fenti,^J9i, afip n- 

r '■ 'i^tratVorv';- in- ^977\^J^e'•:riitif^ ^rcen^' 72 

; ^*;t>^roent. 1 oercent^' ancf Q ■1^^'cert«<>Tesi(^.i^1y. Of 
'■ l'. ' ^.Qye^ m^t^r-iigrim %: Ji^ ' wr^y^ri atlon among 
'''''W' V^t^V in any oriSyear; i nlS?^rv>y^^f^^^^^^^ indeed, 
I . r^-'J^l^tfng .^Pceff^^^^oiaar^;^^^^^ such functions 

' il^Prom t^fi-'fe^r^f^^vel based.-^pf^recfgf^ceoti ons 
" ever ''^Sfiy^d/pan (StraiQhtjaclfe>fe .^^the indiv"'-'^ 



how- 
dual states. 



.II. Council Rolq in f^enenating the Plan CSection 137b), 
. • Vlith strengthened totjnc'il staffing required by PL 94-103 end 
increased competence, of Council- rrembers , nost Councils are totally. ^ 
c3oable of developing the' State Plan. 

A source of continuing confusion.and sore conflict is the, am- 
biguity of the present statute regarding v/ho writes the plan, whQ 
cfetermines priori ties , 'and who calls the shots. 

A real administrative dilemma over division of responsibi^l fty 

end, aiithori ty,|bas arisen from the terra "supervise the development of . 

^he State Plan." This language should.be clarified- At'the minimum 

/the Council should establish the priorities* for the Plan. T)ie Council 
s> - . 

should have an active, not passive role, in the pi a'nni ng^ process and 

should have fjnal approval disapproval authority. 

FINDINGS AND PURPOSES' 

We are very comfortable with that nortion of the 'Findings and 

0 

Purposes [Section 101 (b) (1 )] .whi ch .states t^at the overall ouroose 

:f the bill is to assist states to serve cievel ozr^entnl ly disabled 

■ ndivi dual s "through a system v«;hich coorairates , monitors, and " 
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evaluate^" services. We^would suggest th^t t-^e olanniKg fmiction 



uld be added, however. ^* . 

t» . ' ' ♦ ■ ■ ■ - 

f > . 

" " S^tion 101 (2)t/# calls for priori t.y. focus to persons^ "whose 
■ ■ . < . . ■ <: 

.reeds caftnot be conpr^ehensi^vely^covere^l or otr^envise met^ under the 

'E;lu^t'ion^or'An Handicapj>ed.Chv1dren «\ct, the R^abil itation Act 

■ , .•• <i^;.r\"f' ■ • ■ •' ■ 

of 1^73, or other health, education or welfare' Drogr^ms. The ir.pli- 

, : " . \ 

cation here is that there are many DD individuals who^e needs Sre 
* ' . . ' ** * ■ 

t ■ ■■ 

comprehensively met by such programs.. Me woul d.^make two_ points h»re: 

.■ ■ / Q ■ 

" [}) , None of the, categorical programs Serves comprehensive needs . 

A low income disabled child may be Entitled to >iea'Uh care under EPSDT, 

• /' ^ . ■ ■ 

income assistance under SSI, social services under .Title XX, and special 
education- under PL 94-142. Eflch program require-s a separate indivv-: 
dualized written prescriptive program.- Unforturvately , there is little 
chance that the Title X;^ocia1 worker talks to the. classroom teacher or 
that the oackage of benefits is truly coordinated. There is even-l&ss 
chance for smooth transition as eliaibility status chanqes: for exanole 
^when th^ child reaches the age at which vocational rehabilitation or 
vocational education becomes a orogran ODtion. 



(2) r^^ny disabled Individuair ^/mc are e''r-3le for and entitled 

to benefits urder the categoricaT servicg4.3rogr;rs never make success- 

>'..TPn tr>v tn <;ervice delivery systems : For^exarole, inforiration barriers 
i ■ < 

and the complexity, of the eligibi-lity process nay acTcount for the low . 
;t - • . ' ' 

enrollnent of disabled children, for SSI cas'n assistance. Tratisportation . 
t 

barriers may prevent those eligible for certain health services f ron ever ^ 
benefitting. 

* ■ ■ ' ■ 

' Councils have made significant contributions to help Generic pro-' 

oragis better reach eligible DD persons: Massachusetts SSI Advocacy Center. 
PRIORITY AREAS . ' ^ ' < 

The priority areas highlighted are imoortant. In our view, every 
state would need some acti vi ty in these areas -whether olanninq; monitorinq, 
system a<ivocacy or model programming. Most state DD Councils have signi- 
ficant activities which corM be classified unrler these broad priority 

u ■ 

qrouoinas. ■ . 

■ 4 

Two Doints should be made: , 

(1) /)rchestrate vs. Procedure Service 

■ Most priority service areas are tne ^eaitirate dor^ains of . 

iorvice agencies. These pafority attivi' ?; nc*: exist in a vacj-n. 

State counci.: responsibilities should be . -ie-^ed .a>Vchestration of 
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of existing service provfders not as setting up competing service 

(2) State Option 
^ The. Drdposed HR 11764 appears to give sufficient flexi- 

iv-lity to statas in selecting one or more "priority areas" for 

attention. ■ Maximum flexibility should be maintained. In addition, 

states should be free to. choose how to impact these service areas - 

whether through olanninq, evaluating-, coordinating, advocacy, model 

procram support or a combination of strategies. 
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Mr. Caio-rk. I am very much interested in the success of programs 
for which these funds' are intertded. Of course I want the planning, 
that is necessary and the coordination that is necessary. 

Yet, it does not amount to anything unless we have service to the 
people who have tlie disabilities. ' 

I notice with interest that you just mentioned the'floxibility '^t the 
State level Just this morning I had a ladyj)hysician in my office 
wlio had be^n witli the State department of health in Kentucky. She 
said.-as'a result of tliis flexibility, the funds for epdepsy were off the 
track and lost their intended purpose.' ■ ' ^^ 

I realize that different areas have different problems. I hope in all 
the planning you do, that instead of weaving a network of conflact- 
ing plans you\*ou]d coordinate an(l streamline tlu>m. to use funds to 
train people, not just statisticians wlio know how to liandle the 
mentally retarded. - . , , m x- ^ 

I have seen some of those people: I have ^isited these places. jSoI 
iis much as I should, but as much as I can. It is impossible to do all 
tlie tilings' you want to. to -^eejiow these jprograms work, but I am 
going to devote all the time I can to this task. 

As frfi' as this funding is concerned— Uml 4t is not too much, 1 ber ^' 
Heve it was $:50 million last year— I would agree that very little of it 
should be ik^ed for providing direct services. In fact, we have otlier 
methods of fiinding ^nchln the -f.ittie Schools of Hope/ that >ve 
liave for nmntallv -retarded children. We need planning, but for 
goodness sake, doVt tu» us u\) in a tangle of planning so that we 
can't get services to the peopje who nec^ them. ^ 

Mr Hknnkv. I think l:)r. Boggs^ pYesehtntion yesterday, which 
liad the diart on how monevs were sp(»nt, showed that an average of 
30 percent of the $:iOtnillion spent by the councils over last year or 
planned this year was for planning, and 70 percent^vas for services 
and administration. ; ^ . i 

However, the problem is that there is no one State; and come 
again to'legislative mandate by averages.*Let me assure you that alio 
o? thfe councils are interested in.,gie coordination of services, but in 
our categorization of social programing that we do by legislation 
and our popidation whicli is .vulnerable ami needs a continuum of 
life services, if we do not havc^ the coordination^ which you speak 
and if we do not liavQ somebody looking at and interfacing ^vith the 
various agencies, in .some diivcted way, these gaps cannot be tiUed 
and we get people served veiy well at one iige nml not nt alUt anotlief 

* ^^lir. CittrrAi. Still we don't wan^ the nioUntain to labor and bring 
\ forth a mouse." 

4^Dr. HKNNKV.Thntisciuitetrtt. . ^ • ' ' 

^ Mr. Caotkh: I think I havi> made my point, Mr. Chairman. ^ 

Mr. RoGivHs. Thank you. Dr. Carter. - ' ^ u„f 

X Of course, all of ns ' recognize the importance of Pl'^"^^' 
once a comprehojisive plan has-been fornut^ated, do ^'e need to do 

. ^^'Dr'Yl?NSv''lt would .^^em a simple M^v, As you were saj^iiig 
^ yesterday, {X :Vvear plmming cycle might be sumcient. 



Mr. RcxJERs, Of course if something comes up, it could be brought* 
into a plan. " ' , v 

vDn HEXNEY. Absolutely. Thf councils are to the place now where 
tlata have.becoine significant io their utilization and preparation for 
not only services b^t influencing, impacting on the. service agency 
ad also timpacti^g on-«igfiifi4anl. legislation. Councils are now being 
able to use tjhe corrtprehensive j^lan. ^ ' : ^ 

Comprehensive planning is only a tool, and the tooljis.only as good 
as it is honed and sharpe'ned. So consequently, a 3-year" cycle, as y6u 
suggested yesterday. 

Dr. WiEGERixK. There are many other important activities besides 
the comprehehsK'e plan that councils are engaged in; the/advocacy 
activities, influencing activities^ developing Aew systems, and so on. 

'Mr. Carter. That is one of l|ic thiitgs he has said. But a| I inter- 
preted what he has said about advocacy, he really didn't get down 
to its root purpose which is protection of the rights of tliese people. 

Now he went on aboiit teaching them. You shouldn'i teach these 
people too much about legalistics and things like that, but you shduld 
protect them, if you are to be an effective advocate Tor them. 

Mr. Weigehin'k. The DD councils can serve as a sf^tems ^dvocacy 
program to influence other generic programs and other categorical 

• programs in terms of the developmchtally disabled. That is a unique 
function they have that no other organization -plays at this point. I 
am concerned that the bill as statecLnoiv, because of the emphasis on 
priorities and on the T(>=jJO, will at some point produce another cate- 
gorical DD program, sewicc progcam. 

While there is. a tremendous need for. .services for the, develop- - 
mentally disabled, I think that the primary role that councils can 
play is one. ofyaccessing other generic services and other categorical 
'services' on benilf of the developinentally disabled. That is why the 
planning, coorcUJiating, influencing, impacting role of councils is 
very important aVid tliat a 70-30 distribution for .s*omc States is^hot 

* adequate to do thaK, ' ^ . ' ^ 

/. Mr. Carter. Mr. Chairman. . , 

Mr. Rogers. Yes. \ j 
Mr. CAHTEif. That fnake.s very good listening, but.it \yas th^ery 

way that funds for cprleps}^ lost their way to tliTi epileptic an^idn t 

get there. ' \ - • ' -I 

• Ms. IIammeic Mr. Chjvirnian, the next panel that is. coming will be * 
able to give Vou some vc\y specific exain])les of action-oriented ad- 
vocacy activities that^aV^ helped individuals get services from 
generic program.s at the StatVlcvel. ; . - 

Ono example from Massachusetts. In 1970, Massachjisetts set up a 
program to. alert the familiesXof disabled individuals to their eligi- 
bility for services under social Vcurity supplemental income, income 
assistance and automatic mcdica\<i coverage that, accojupanies that in 
the Sfate of Massachusetts. A ^ / 

' The DD council in Massacluisetts sprtnsored'-ii group to do an out- 
reach, blitz campaign; '2 weeks, heavy .;iiedia coverage. In 2 weeks, 
;^00 families in the Boston area, Avero enrollqi^in the program; 300^ 
' families of severely disabled individuals who said, they.did not know 
about the SSI i)rogram iH;ior tp that media campaign. 



The SSI program' is 4 years old. It had be«n. in operation for 2* 
. yeare. The. Social Security Administration had n©t done good out- 
reacJi for children under SSL The T)D-program recognized that need 
and did, the outreach that was necessary ancl got those individuals . 
enrolled in this program. * - * ^ 

These are the kinds of things \ve arc* talking about that, in tlie 
. abstract, sounds ven*. bureaucratic; plans and coordination.. 

Mr. C.vKTER. Absolutely* You jiave the •'l)urea<icrate^o''.d6wri pat. 
I never heard so much in all iny lije', aij|olutely:, . ^ 

Mr. H.\MMEJ{. I think the next paim will ha ablc-to give vDu-that 
kind of action example. . * . ' . 

. Mr. Carter. I would like to i^ee that. * ■ - . * 

. Mr. ScHPOK. Mr. Chairman* I wonder if I could respond to your 
question about yearly plajiningf ^ ' , . 

Mr. Rogers, Yes. * - . ^ ^ . . - 

• Mr. SciiPOK. If there is a service orientation of tlio,i)ill, then a 

* year cycle cfearly ^\*buld be itdccinate for se/ting the. goal^ h\ the 
^ service, area. IIo\ve\'er^ all fho other pFograins \\il)i(;h the DD cotmcil 
]ias a rnandatcio look at haYet)ne-year'planning cycles:-^ ' / ' 

If indeed thev are shifting a\<''uy ^I'om theii* pi-eviovis ("ommitments 
to this popuhifion, if thehM)]'anning cycle for ^I) *ppin^0amsjs not 
covering, looking ar tliose pfari]? aiurseejiig*tAc shifts flTijcJj^yhere tjiey * ^ 
should he mfluencnng.' Ih^y \viff be behirt'i*^ inf^rination on 4;,{\e 
Hiajor .categorical p^ans. . - < ^ V • 

So, the tradeoff T see^if it is influencing that the <;oHncil has to do, , 
then the»e is indeed a nwd for -updatiyg ii gooAj(te]il of .ih^[^natioj\ 
about what is goin^ on in tli(^ jrenei ic services, . • V . 

Fov the servici^ part of the.pliin, it inay^he 5vell jus^t to hold tVcJ* 
cyclef'to ;i ye'ars. " i - \ . . • ; ^ ' . ' 

" Mr. R(»4;e*{s. r would think any spe('ffi(^ heed^ould' be h&ndled on 
a yearly basis and still have a '^year ry^le .oir-the overall compre- • 
herisive plan. * » . . ^ *■ / r. ^ 

Mn Sf;Hrf)K. Provided the process is* in place, for the cojmcils to.' 
'make yejiri; review andsi^datc where they see cut ica^ areas. 

.Mr.' Ji()(*r{s. Isn't that pail oitheir funrt'idii?- ' . / 

/Mt-.. SciiroK.' Yes. ' . 

• Mr. Rogers; bo_von tfiBk the Council should have a inajor role 
m planning, rather than the:Stat(' agency ? ; ^ • . ^ 

Mr. ScHPOKr Yes. . ^ \ ; • > 

Dr. Hknxey. Yes. \ ^ ' . , , 

Mr. RoGKRS. All of vou agree witlvthat , ■> ■ , .'^ *' ■ • 

Dr. WfKGKRrxK.^Yes, . ^ ' 

/i . >rr. Rogers. Tl^ankVou very much. 'AVc appreciate y(%ur testiniony ' 

todav. .ran^ gratefiil for your presentation. " 
, ; . The next panel *will 1)1;^ T)i'. James Watson, president of Jhe Na- i 
tional Conference oh' Developuiental DisahiltieA, f(y|!|)p.r, chairman of 
iiic Oregon Devebpmental Dfsahilties. Coithcil ; Mr.. iRoy* Bruning- 
nans. dif'e.i'*tor of the State Council on Devej^oprtient jBg^ij^ 
-fArtis A. Zoflf , rhairnian of the Montana State D^tojmicil : IVtr.. 
* CoVdeir Bi^wm chairman of the Ohio I)(n;e1omnen|5^l Dishbil^fy, 
<.''ou:ncil;;^lt5id >fs. Zehe (Miesnut,. (^xc^^Titive director ^,,t he Gec^na 
' -Council on Developmental DisahiUti^'^* 



Mr. Rogers. We are pleased toTiave you here. • 
Mr. Preyer wishes me to st^t? he' is sorry he cannot be here to 
,gi-eet you. He is on official business. So w.e welcome each of you. If 
you would help the committee oa the time element, it will be appre- 
ciated. Your statemwit will be made part of the record m full. ^ 
You may proceed. , ^ >• 

STATEMENTS OF JAMES^MACDOSAIJ) WATSOIJ, M,D.; PRESIDENT, / 
NATIONAL C0HFEREN(3E ON DEVELOPMENTAL DISABILITIES; D. 
COEDELL BROWN, CHAIBPEESON, OHIO DEVELOPMENTAL DIS- 
AMIITIES COUNCIL; AETIS^A. ?ODY, CHAIRMAN, MONTANA 
SfATjB DEVELOPMENTAL ^blSABIIITIES H ANNIN ft^ AND AD- 
- VISOJtY ' COUNCIL; ZEBE \CHiSNUT, JXECUT^E DIRECTOR, 
GEORGIA STATE PLAlhrafG ClypNtStL ON DEVELOPMENTAL DIS- 
ABILITIES; AND ROY V. BRUNINGHAUS, EXECUTIVE DIRECTOR, 
V NORTH CAROLINA COUNCIL ON DEVELOPMENTAL DISABILITIES, 
, ACCOMPANIED BY JANE SMITH, ASSISTANT DIRECTOR ^ 

br Watson I am Dr. Watson. I am also a physician. Dr. Carter. 
1 also happen to be president-elect of 'the Epilepsy Foundation, and 
I would like to talk to you about Kentucky's problem. Maybe we can^ 
do something about it. ^ « - Xi. 

I»carry a clipping with me which I must read to you, sir. It comes 
irom a recent issue of Science. It say^: - - , » 

It is not much of an. exaggeration to suggest that had the present bureaucra- 
tic structure for control of research by legislation and regulation be, in opera- 
tion when polio research was in its hey-^y. we might today have a compact, 
r efficient, computer-operated portable iron lung rather th^ two vaccines. 

I am on your side when it comes to the bureaucracy. This group 
is; in fact, a consumed group. The State councils which you have 
hBard dfescribed to you are in fact the primary consumers of Eederal 
polify. They then are those y/ho attempt to deliver at State levels the 
developmental disabilities policies. \^ \ , \ , . 

• We happen to have a national organization, a "national confer- 
ence", which is generated out of the, obvious ne?d foi^ tb get our 
act together, if.it is possible, jn response to that ana enable us to 
disperse our views 56 different ^yays in some rational fashion. 
It happens, coincident Uly^nough, otir national meeting has pro- 
^ 'ceeded for the past 2 Asifs> in the city. Yesterday, we were pwvileged 
to have Miss Nelson come and talk to us about what your committee 
an^ its philosophies were curl-enfly at that time. She was equamr 
^' gracious in offej-ing us an crpportunity 'to -appear "before you. We 
would ha^. bent every effort to do so, artyway, but we are in town, so 

here we are.f, • ^ y ' ' * / , "/ i. 

As a mE%er,of fact, T have a panel whose i5resentations represent 
one Jarge State with lots of "dough," in my a^nse; one state with lots 
of geography, and very little money; one State in the middie; and^ 
then Mr. Bi*umnghaus at the en^. North Carolina, I am not. sure Taow 
^ to typi^. I wiltiet him typify it for us. 

IAt. BRUNiNGHAtTS, We have the basketball teams. 



28-568 0 - 78 - 25 ^ ^ j 
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Mr. Cabter. I thought Kentucky had the basketball team. 
Mr. KooERS.^Today they do. " \ ' 
Mr. QfhXTYsL N6. 1. 

Dr. Watson. I would like to apologize for Mr. Bruiunghaus' ill- 
timed remarks. ^ . 
. Dr. Watson, fiowever, if you can give us that fellow Givens, the 
Trail Blazers would like^to have him. » *. 

Mj^ Carter. We are going to keep .the *^Goose". He ^aduates this, 
year. . ' ^ • . 

Dr. Watson. I would like to introduce tp you the chairman of the. 
Ohio Developmental Disabilities Council, who is himself a consumer 
in the tiAie sense. He also is the newly elected vice p?esident of our 
national organization, Mr. Cordell Brown. > 

[Dr. Watson's prepared statement follows :] " • o 




Introductory rtwrte. J«es MicdoMld W«tson^ Pres^ldent, 
HitionaT Conference OB OevelopiwnUI Disabilities, - ^ 

, ' Aijrli^, 1978 . 



> The organlMtlon of ;the State Council $, the national Conference on 
DeveloMental Disabilities {MCW)- has-been responsible for a good portion of 
'.the overall progress pa$ie in the fleia of "00" In the^pajt s^eral years;,^ 
progress not at^ll uhlfona and not at all to the llk^g of more severe 
\ cHWcs, Presently so«e 75X of the councils ar actively participating In the 
.' organization *<h1ch has developed fro« the Insights of t few strong council ^ 
6eQple Mho recognized that a ■ultl-state, •□Itl-rcglonal situation existed 
Mhieh the legllfitlon did not addre$j|, and determined that a coherent and 
unified approach to various problew could cone from. a National group oaly. 

NCDO Is non-statutory, of course, and. Is comprised Of three delegates* 
fnw each .state or territorial council. It has had one If not two Nat1on« 
meeting each year since It* Inception, and with the guidance of e thoughtfully 
chosen -etecutlve connlttee has produced effective contributions In regulation 
development and ctarlflcatlon, renewal legislation, minlmally-furfded and/or " 
rural state problem*, and coordination of an ov*rwhelm1n§%healUj ofi "technical 
/ asslsstance.for state councHs-Th? executive committee has malfftalned a-very 
cloje liaison WlthN^he National Advisory Council, and we have repwresented the, 
councils as members V the Task force on Definition, In the advisory ; 
. -council, of the Federi|VPrbgrams Infonnatlon and Assistance Project (FIPIAP), 
a national significance project. " 

The present mission for the Conference Is to shepherd closely the new 
legislation that must develop, with plans for a winter meeting to look at 
» "evaluation'** 

' NCOO Is supported entirely %y voluntary support from Its Individual council 
\ but recently Incorporated In the District to allow It to seek grants and 
\ contracts for specific funcflons, being scrupulous to avoid using state 

formula grant monies for "lobbying". We are attempting to establish a formal 
• \mem^r$hip "dues" protocol with pro-rated levies for ejch council, but this -Is 
; -^not-v^t developed. / ,^ ^ 

■ 1 am happy to Introduce -to you four panelist^, representing all of our ^ 
' * "classes" of menlbership; chair, staff, and consuner. Lyihank you and your j 
^* ftaff for your solicitation of our views,- and assure you that we and the 
c^l^tee share a single goal. ' ■ * 




Mr. BRowk Tfiank yop/Mr. dhiinnan; , . 

Mr. Bx)gerS and fellow members, instead of reading niy testimony 
[see p. 383]^ which might be iedundant, I think one of the concerns 
^:J:tiaJ: Mr. Carter has, f can address myself directly to. That is, the 
.impact that the. councils have ftad on service oyer the past several 
years; , ' ■ . ' \ \ . ■ . ' . , 

' I am- not only ^acting chairperson^ of the Ohio council; they no^ 
longer allow me to^be p lassed as a consumer because I also arn director 
of 1an agency . tl^at provides three major services. One is residential 
facilities for the severely physically handicapped person^; basically 
cer^jral palsy.* ' / ^ < 

Second, we opjerate a recreatioinal progam for ^' whole spectra of 
dfevelopmeritally di^iabled. , . 

' Third, we do'prQvide a travel program. ... 

Because of^his,. I am np lonj^ep a consumer, I only shake like one. . 

Dr. WATS()^^^ wish I Seoul d shake like that. ' • 

- Mr. Brow:^: In- .1971 and .1972, when the DI>Act was basically 
getting its councij. together and were more into th^rect, service pro- 
viding program of jg^yin^ gran^fs, our organizatiorfsaw the trenteri-' 
dous jieed to provi<S residential alternajtives. At that point in tiitie, 
knowing nothing of *DD or even the tei|m, one of my staff members 
came back froni a trip in southern Ohjo and said. ''Hey, CordelUTiere 
is d way we might get so^e seed money to start our residentiaLpig- 
grani," wh'fere suj^sequently we did. " * 

X strongly support reeiiactment and extending Public Law, 94-103, 
based on three reasons. . ^ . * 

'No. 1,'in my estiJnatiom it is the only mechanism now in existence 
\^here I, as a consumer, also, a developmentally disabled person and 
a service provider, can walk up to an agency representative such as 
a director tff mental, retardatiop in. Ohio" and, on an equal bas^, srb 
down and t^alk about the prol#ems..of .m>^ people. This is what the 
councils aW. abfe to achieve on an Vqnali^iition and not> role-fJaying 
bureaucratic basis. There is no otlier mechanism for that.. ; . ^ \ 

No. 2, jit is the pilot program that has nut tax. dollars into the 
three aroai. Prior to Public Law 94-^103, there were no tax doUars 
\'irtually being tapped. CP, epilepsy, and autism; of courseiwe had a 
. Mod^movement prior to the enactniont ft)r tlie niontaUv^retarded,.but 
' I think i;t has been enhanced, artd one of the enhaneements is-now 
known as the deinstitutionalization, and sv^e coild spend^all morning 
on that program. ^ ' » ' , ^ ^ * . ' 

Nq^ 3, I feel that a lot of the, council concepts would give parents 
'an4 consumers a very detrimental setback. The I?D legislatio is 
: just now getting* its total act together^ Extension of the bill for '2 
.vears will giv^ everyone in pur poptdatioh more liope, an^ I am sure 
' "the concerned' citizens and 'concerned professionals -can bring to i 
very special and forgotten populihi^hope for the future. , 

^^hank jjou. ifc ^ , ' i 

r ' [Mr. Brown's prepaijed-etaitement follows^ J ' ^ 
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S^stiiLony on KE' 11764 ' j..* • ^ * 

Rev. D. CorceiX Brovn , Chairpersoiv — 
Ohio revelo,.i.enUl DlccxiMtieu Af^.r^ir^' Co-snr^el 



ft- 



r ■ 



of 



xaavironcent . 



;>;ab-C3i:x:ittee**on. Health' n-c the 



Jvy^aae is Kev. C<5i^en 2rown, octinf; a.alrver^on of tl.e.^c^ . 
Levelop£.entri3>fcibiUties !>m;ir< Council;-^ ^.Ifo dlr^ctar cf- 
a cosJEur.ity' l^eidtntua faciiy^y for the, severeiy honoitapped 
Xtx v;arsaw"t Chio^ ^ \. " 4 « 

ihe.Ohio X/evelopaental'l^isaciiitjls Caur/cir" feels that^i^^ <^4-aO■:> 
:'i8'4h' excelloit piece of leeisl^lor, ar^^'siTouldfce ^ext^ended tv^o 

npre years . The preaent ■ kc t'crcrVides' for. unlqueVipiri, for chanr^e 
. with one thire-pf its meaters .^representilrig stEte;:l|/^ one 
" third consucer representation 'and one thini comji^^nc of- ser- ^ 

vice providers. There are t^enty^ one ai^b^rd on fcii\i*E Council 



l^'ofiC of the procra/^s ffr vhrich tke Chio revel6K:.enta}^j:irr^u: 
Ccuncs 



:il hcis been pric^arily^ reyj^oncibxe ^ " 

UiiTATi.' Ivli.:. -71 - Conine* leeisJLa.tion to enccUr.'ica 'ti'^e d^j-ifcrZci 



t.ent of group hoi::es in ohii^^. 



T^'.K' Y I" ^'PV-:*T;c:. 7r..,aRA;-.5 - "li^hrec j.rograi^- :ire ;.r<?c;ent-.- 

— : ir. ooeraticn iY. ^hio, lhei«e ■ prot'-rajgii *-Qtc?, 

# ■ -nrents hov. to 'properly care for V^eir hr-x- 

dicavped child, aiso prov:,d5^ mrsrxatiof. 
on available i:^rvice2. . » ? ' ' ^> 

:. :K\TnL :^HT>.Hl.nTIv):. ^HKV^NTIO^.i^E^g^ - Under the proerai4;;^ 

TiuidellWs- each child wall.be ci¥^Ji' * 

blood test/ut biitn to try to deterr.xne 
the preeencOfcOf a condition vhich cculd 
' • ; ' ^^eoult in cdrttal retardation or aj^fter 

devejopxental 'Jisabilitiec. 



r 




4^ 



ran£ea.erUs - liuch d:^ aj:tirti:ent^t3»alrir.£:^l'or clier.tii • - 
v > released.fr 03 the intititutions if.io 'the co^srdzilXy , 
J ■ ■ / • ■ ^ - ■ ■ 

" liTlTlil.t ' PLBzlc: A.. .•>r.ju'".^S - These prograiui proviaQ.>rairin£: 
" ■ , ;^rji ecucation)-to tc^^chere as veil LS-sticents ii. ti e»'» 
' causes oS disabilites. Our rt\e^ij:c ii; thh^t ve can 
develpp pos'itive attitudes , at g yxivjiegr . ci^.e , 

. ^he xi£t, ic £.j^proxic£te?y I'l project;: lon^. i:.cl^Uctng i,io:c'-.t£; of. 
Imtibnal .-.i^T^.ificancG at (lieisor.f .er v:*5ntPr) . *v '-'Univc-i-^ity 
«fl*iii' ted riitfi:;ity'* in ^oluhbus. . .OLio, Fxyrther inforn:: tior. cn , 
other projects Cire- available u^ok requ<?i:t. j • ^• 

¥ The C^lo Lcvelopnrrit:;^ Lisabilificc **ir.nnin*;,;Cyui.6i'^ o; . OcC.t kry 
effort yto corJL,'oiidi.te 'rt'(;ioniil c^iscretionrry :».or^ies ur.cer this 
]rat:rali. tc; the . .Ijevelopniental ;.iiic':jilit|ic:i Cffict- it c.Qo.,r/\ llJiov 
, for local F.nci r-^'^ioRf-l input into- the e^rendi^urei; of tho,L-e funai-. 
The rZiiW Kericn V office hrt:^ efficiently; and effectively i^tili-Ccd 
these fur.cS over -he i^riHt- ye- rti ^o ^erve he^i^n V States vith a \ 
*'^^>y.iicUu" of Strte input. v ^9 

..e also- toipr-ort i;h 11764 with ::.inor Ghanf-es. ' . ' * ^ 

1. vlrLnt f'-nJ:; i^ho-lo r.ot^ be lin.itej^d t;p ajj-eci^ic ] i l ori -ico ' t 
f-£ it litit:^ the flexibility of C-juj-. jil V^: tb'plnn'vor ty.eir- ui.icu^- 
T.eed:: . , ; ^ ' " • » • 

2. hlinir.tte ;i.e ■ 70'-. i'-ul^ It, ..i 1 v:ilu--e our tf foj t:; , », ♦ 
r^irtic-Ifirily in ^j.al^ r-.iiotjKtio:. .^^teteii tojdeveloj: ? tt:\o lUn' 
vhlch vii: do :Jore thr-.r. doijcriict: "wh,-^^^::" in Vi tt- :e v.hic}. ^ 

'•ftill alKO .a::equ&t>ly fiL .:f,L||^r..v i- coi.L«\i, "V-h- t cc .1 a*- -.jri-: :;.^.ju: 
.und'vhich vil. alio/ the Lt*td ti:t oj. . ort^nity to : -fxu.ii'.t.' t;;c 
effecti-vc allocation of re..uurceo for seivicc. i:. fciuor:,. v.hq^.-.fcc 

dcvei jpiientf.lly ^'-iiinclcc. * , ' ,' ' . . 

■ w . -• ., 

.-T^u \ ' ^ ' ^ 



One thino^thi t I feel ;.e :;::ovlc. rrr.er.^ei- ia th;.t v.* Cct.ncill-* 
unique or^^ani station provide!, a r:-cci.;;[-^i r;- bv which coi.t:^i: ers , non 
■i'ofit provider!;, and Ltr.te'^hrencies can v;drk to^t^ti.cr ^to vrovice 
the cu- lity t:erv>iceb tii? t rer\r.i^ who are J.-vclorr-'^fXril-;, ui^aclt-'iil 
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Mr. RoQEBS. Thank you, Mr. Brown, for an excellent statment and 
for a vefy helpful one. We are grateful for your being here. 

Dr. Watson. I wonder if I can call on Mr. Zody, former btatfe 
seHator/frora Montana. He represents their council as its chairman. 
He also represents jwhat we really have not talked too much abotit 
in council members^i), and that is most of us are in factvolunteers. 
That can't be stressed enough. Artis drives 425 miles^ frortH^is home 
tb his oflScp. About all he sees are jackrabbits, and I doni, knoV^what 
else. But tell us about it from Montana. 

Mr. Rogers. Big sky, anyhow. 

STATianiHT or aetis a. zody 

Mr. ZoDT. First, let me say I am pleased to have a chance to appear 
before you. I am not going to take too much of your time, and I am 
not going to go into mv written testimony [see p. 387] Yoy hage it 
l)efore you. Let me bring you a bit of back^ound, if I mightr, 
r When you say a person is a professional, -you immediately as^ime 
that he has a number of degrees. That seems to be the formalization^ 
I don't have any degrees in that sensM>ut I do consider myself a 
profession&l. The reason I consider myself a professlCaal is be<iause 
22 years ago tonight, I became the parent of a retarded-child. Twenty- 
three year» of dealing with retardation in its many aspects U think 
does entitle me to sajr I have some professionalism. I think 1 have a 

^ certain degree, if tenure ifceans anything, a certain degree of pro- 
fessionalism from the stai\dpoint of council membership because 1 
started Serving on .the council when they first came inta being in 
1971. I Tiave served continuously since then and been chairman for 
a number of years. • 

I have seen our council, gentlemen, grow from a strictly grant mv- 

^ ing ccrtlncil who took the dollars they had— meager as they are be- 
cause we are a minimal allotment State— and set aside more of that 
into a gtantingrarea. I have seen us grow from that to a council that 

^ is really aftef planning in a total aspect and our primary conceni, 
the very premise from which eve/ythulg springs, is the fact that the 
end result of that is service to/thaj^son of mine, that daughter of 
yours with cerebral palsy or whotv^ it may be. , 

I have seen those councils grow. I have seen them become sophis- 
ticated. - M 1. A 

There has been a tremendous turnover in council membership. As 
has been said, we are volunteer people. Wc don't do it far the money 
. because there is no money /n it. We do it because we have a concern. 
We are strictly .volunteers. 

As Jim says,^I just happened to be a bit further away from my 
staff office, by 475 miles, then perhaps some of the others are, because 
' there are som^ who are relatively close. Nevertheless, it means, when 
I go to thft council meeting, a. day on the -road and a day back. No 
oqe twisted my afm to become involved. I recognize that. I am in- 
volved and J will probably ^tay involved as long as I can because 1 
hav/a dAep concern. , 'j. , -n 

I would like very much to touch briefly on the roles of the council s 
influence, impacting, monitoring,' and evaluation. If I may, I would^ 
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like ^o^well specifically on impact. I^think that is where the ball 
game is. 

I think impacting, causing things .to happen, getting people in- 
volved, changing attitudes and minds, getting agencies to coojdinat^ 
and cooperate, is not enough. That is the ball ^ame. Thai is the thing 
that generates dollars and generates services. That uses agencies ajiq 
and bucks that are already tliero in the best use of those bucks. * 

Let me give you a good example, anilet you use your imagination. 
In a minimum allotment State. $150,000 is suclua minimum amount 
that if you were.to-put it aU into sen'ices it still would not dgJ^jB 
job. I think at this point I neefl to make one ronunent. I kupwi-^gLoif 
lars are impotrartt. J\\ ithout dollars wc carvt accomplish tlim^! 
You know that; I* know that.;We also have to remember and not fall 
into the trap of thinking if 'we had all the money in the world it 
would solve all the problems. It never will, and it can't. I think you 
recognize that as well. 

Imagine for a moment you are standing on a rather steep hillside, 
a rock-strewn hillside. As you are standing there surveying the scene, 
you happen to look down and yo9 see before you a\ very small branch 
of d tree. You take that and yoxypry a rock loose at yonr feet. As 
that rock goes down the .hill.sidp^it hits some more, and /they in turn 
hit some more. Finally, wfe«n the dtist is .settled andLthe air has 
cleared, you have changed the landscape. 

^ Basically, that is exactly^ what the councils are doing; They are 
changing the landscape. They hitve changed the landscape. They will 
continue tq change the landscape. If you put us in a bind, in a situa- 

^ tio,1:hat we cannot use tlio.se dollars we have, foi^ just exactly those 
kinds of things and tie us down too strinjrcntly in the service area — 

^ zj]d understand, Mr. Carter, where you are coming from: thfft is 
tl^ ultimate result — but if we can impact on people and if w-e can 

^cnan^e tho^ so that people in turn can talk to Qther people, you get 
^'•lietter cooperation,, and- that in the end will result in better .services. 

'j/I^hiitis basically my concern. 

/ 'jf am very thankful tliat deinstitutionalizntion is here. By the way, 
1 woijld like t<V .speak t»o tliat for a moment. I know how it wOrk^. 

My .son was iVan institution 475 miles from home." He is now in a 
community group 50 .-miles from lionic- He is happy, 'and "we are 
happy. Thcdein.stitutionalization we have to be caj-eful of; that it 
does not become a number.s game, and in.^tead* hi creating Ijctter 
arrangements we merely set up mjftiy in.stittitions across the 'States. 

I have been on the round 1 fn<; all t\^se years. I have seen tlie council 
membership. I^et me nMuind yon again that one-third of that memher- 
ship-is made up of people who are (Mther'consuijiprs or parents of 
consumers. The ^nd result of that coricern is seryipi^ to those {People 
tliat they are representing. k ^ 

Thank you. ' ' 

[Mr. Zody's prepared statement follows:] 
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i'lr. Ch-.ircp-r., ncs^orc of the cubcormifire, n:; n:;2.p :r. ^ rt*: 



\ 



i:f,::y. I ?.c 31..iir-.:.r. of the I.ortartCi Sttte rcvcloir.- ..-w.. . . . - 

ilarr.irv' ^-r.i Aivii^or; Council. : txve served .nM:"^r. cT ^ 
"^inci: r.ir.c--' l^^?-^ nnd ar. or.e cl* the^ t:-roo L.c«.be/r. o-f the Cour.c-.^: 
wio htve serv^ since 19^* 

!x. Chairttiin. and jRers of the subcoitaittee . I ac plenced 
to have *,hio j.oj tunity to tcr.ltfj' on rJF 1^.764. * . 

: r^a the father of n developr^er.tally -icr.blcd cor., who ia .T:r€i;^r.tiy 
residir^ in a cT^up hfrr^e for cievolo} Ber.^ally dicatled i.eruc::.s. ..y 
son is 50 ciles :iway fror. his ho^e, ^hcre-ab. he wab previoui:ly ir. a 
Jt;ite I-.-titutlon loqated 475 rnile? away... l.e^dlcjjc to tpy. hr- i i- 
huppy y.t clor;r ic horae, r-.d ap »irc hie pnrp^ts. ^ 

purpose in i roviuinc bac;^rround te to c^vo ya . :-r 

insight into vh:i-- c<.n Ve riC-oiLpUGhcd ^r.rcuch deinc t Itu t lorr.l i:.- ' -. rr. . 

" Ix..oOtr,:deir.Ltitution:3;izatlon .ot-s njt hapten ov r : :. i.t. - 
ir. oar .V.^e. c-^^-e ^.lout -.:.row:h the co: ' tir^ent cf Gcv. r: or Zr:. . .:: 
Judge r.^d t;.e L-riM^^ruro a rcc'.^t of the -^idvcc^c;- r.!. 
^^•it- : -v-lc^/Tt::. L i f t : 1 1 1 1 c u Cj^ unc i 1 '.ni-oth-r:: ccrc-i:.- : ^ ^ r : 
" : c%r Ic : :.. -^f.: ly- . :::.fc:«'a citiren^. 

Ti.v r7> ::f Xh" ^^ule C^-ncil, ^ -r-::r.tod :y ' '-^ - ' 
le^:ic:;ii:U -^T.r! r'r.v.in^d in Ki. 11764 ir; c::e cf M.flur:^-. :•./'. 
i-priCt.5.-, :.or..tLi-.:w:. ftna evaluatirr. 

'.'/re-i:; no cx(:'.::f for ht-Vin^r -ir-T : r-.jiLlLticr. c:. v.- t J i ■* 
i.--not r..:<;.ittr-d in lotal to Gervir^r the TJevclcp': r^alo 1 : : : ; - ■ 
a way t r.vf:: Ih. r. c^eatost: rjuuibl. accc^3 tc al . 

orport.Mt:c-_ f:r ti.t^ r^^'^^i- o- h^jTLincrs rnd fu,filIrA:M 
you an^ : ^r:::y ur; .:iti=en3 cf th:;: li^tion. 

' 1 '.'■.-■-t IIVC^ dcf^ pryv^dt* tne levfclcL.'i.t r.ti:: ::£;riL*r:: 

this opportunity. 

;..r. Ci:;r:Lf,r:, r.nd Le=:bpr£; of t:^e :3Ubconz.itt»;e , you .j.r- 

' veil v';.t :r. rj-:-:. :ni.^ncti;, tro::e d eve: o;-..-nt : - ^ ^ ■ • 

p.n:cn.. -V-:-- '-^ ' -^'^^^ ^ '^^ ' '^"^'^ ' ' 



are ir.ot 



jtate Co^r.Lil c?in have r.- ptror.j^ voice. / 
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uiibcc^ittec^ thr.t Leifelopacntftl Uicacli; ties i:tote Cou:.cil:. 
not rrone to rdLtakes of judcxent, Boaetinos critlc;.::y iihcrt 
ad.'qu:;te forr-rioiit J.rii nuD^ect *D ell of the ::hor'-c=-ir.c>3 t.:-,-. - 
£.i-mct Doot of us, l^t DC assure you, tl.e-y nre! iJ< :iV64 retains 
the CO'oncil structure and that in one of iti^ £:coc feature^. 

'-her^ ■!« however, contained in ilH 11764, a feature which does 
concern ne if State Cour.ciiff ^re to be effective in tr.oxr advocacy, 
planning. iiLpactinc. influencinc role, and tr^t i. ^:.e 70 j^er rent. 

. requircsifnt into the "priority cervices"^. r ^ ' 

In a alr.ixun: cUlotst^nt Ltate b-ach bs I-.ontr.n;;. ever, if --ho ^ 
entire .150.000 were put into eervicet. it woulu really h:wc vcrv 
little i'-r^act on Bervices to Dcveloi-ctntally DiLablrd ^cr. cr.L. .nciis 
cannot called Ufon to i..rovice cortinuinc fundir.c. even if vv - 
three to four tiiLei; this aL.ount. The i^iact would : till t'- :..iMr.r . ^ 
in teriLD of need. ** 

Cr.e of Vi:e t.).ir^3 thut I -hcive CLb^rved over ti.e -.^v.i'^ - . 
council Lx-.ber. is te.:dancy of^rr.r.t roci, irr.;... r.Jt to V Ke 

adequate' -i.ter.-* to a. sure that h&vine o-ce ebtj.txl.- r.cd a j,erv;cc. ..*.:-tc 
fundm,: *. :1- .ollc* '.^ud the cervice vlIU CGntir.uc. ^hfit 
■^ny t^::.ci>, i:: th:it the grant reciaentii will return t^c--^- '^'-^ '-r^-J^ 
for further crt^r.t:.. 

The solution m L.y opinion for the ^*-bte Cc..rx:l Le very 
actively inv2»-Gd in acsistinc tho-e. re.*,uectir..: zr-:.r.i iv. '^.^. .r.r.c 
the f&llo>ir.c: 

a. Is the project or : rocr^in, one th:.t ,u r. tx->,- ^iervice nrr: 
dcea nut dur.IiCHte an exit: tir> iJcrvi ce . 

b. Hai: evtr; effort oeor cpde to' detei-ine vi.etht-r^. r ^' 
afcjLT.cy or agencies ehould be irovidinc ^hi: 

■ as niandat^d by L;tate or Fei,eraa Law. 

" c. IUiu-ev.;r; effort been r^-ide tc ast:ure thr:t i.fv-r r.^v:r.r 
lijltiated t.^^ service or Lrocran, via ii.r t:r::r.t, th;jt 
there will be fuT-.c;rc to f.^^ure it^ ccr.tir.w.ti.n. 
*e have er.cu^jn :.oney, if used *.hi:i wio" . to-do the .ob :.-a.t 
adequately. 3ut the CouncUr.* real i^.pact li^ how i*. mfU-r-Ci^ 
State and thj^^t is hard to cet^sure. ' ^ 

Therp is no way you can ..ea.ure in dollars .nd cent;, or . othcrwice . 
what i'. the vHlue. or what the ic^pact will te of h^. v. t.^' chKnc'ed a 
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Lc.'i-lator'-j r.oint cf vicv , or of convir.cir.c rt Lfi>j • r*.- ^r.t Ci r*- o* cr 
o:* H liur-eau Chief th^t the clier.t will be better h erved 'ir. rvo-^rrr - 
.;;cv cic ;,Cu i.^r:: ure t:>e effect bf»j:^A:rc ;,»:nr: ror ; T.r 
l^^-CtherintT ur.der one rco5 tr.e jeci-lf. frcr. Vf^ricuj ^.'tcr.cic. to 

and ; I;:n tOtTC^l.er ho'w tc help the devcVcj.rxr.talIv dLr.i.V.c^' .cri r.r.:. 
receive t^oise sace State aervicec that you cnt: I 'enjoy? 'io^ c-.r.rr.t 
'whcr. you base your ev<»lu: tiqr. on the r.ur.beri; of jcrii^n:. ::€rvtu*v.i^h 
2^'velopi-rr;tal ..Iciibili li* ^ -Jolli rs. ^he evaluat: ■.;ilrt-hr;--^lii o.- ; rcri re 
with the LetliBliitlve nfir.date to plan, influence, Ci*r.:tor, '-.r.l cv: Ij 

l.r. yl-.iilrrr-n, iLo:::ber.: of the i:ubcai^' ittee^ 1 i.r.. trj ir.r 

to :-:o:.nt Kit the npce.nity of filiocatini: iitate Cour.o-il.-; ^rt;;.*.oi. 
flexibility .oyi;iLlo to c; rry c-t thr;r :..:-r.t-a*-e uwtlij.c: ^r. 
iiii' 11764 KHd i.£ a result the bereficlr.ry will be ti.e 1 c-v.-loj i.; rt ; 1^ 
lij.ici^-l j^orrjsr.a c.tout *->i.ich'~"y cu aud I r.ry conccr.'.-^r. . ^ 

1 ccTild continue on t-.t ^c-e length a^ to why I ] *;rrc:.ri* 
that u::e of ^tate C&urci;.s is v> effective v?iy tc VriT-f: c-lj-t ci.l:.. 
th.-.t i'.^j •w'j ;,avunt;-^t'0uj for tievelc;.:. er.taL^y ui::--t.lei: ror: .r,: . 
?-.r:.'^r.Lj*T ti.at rc..-irf.:^t,'r:t Cf vDuncii i traCv^r*:' :': .Tr-:-;: ■ ;■ 

ol' 6-/r.:- r:: r.d ^cr: ur'-T repre' or.t;*. ir'V' :. T-.r.d tr.^reir. 1:1:: *,■;.'■ vc.- 
c*" t^ o/,*' rl:: cLt tc t..;."c, >.:.c; for r re-^^.^n Z kr.ov r.ol, v^i 
^:.n:"n *.c be v^Ty : : ^ci--i v^;oplv! 

'2\.- n^ you, ' ^ 
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Mr Rogers Thank you very much for anj excellent statement. . 

Dr Mr Choiman/we have witl/us two.representiitives of . 

th?DlaSrcomponenTof DD, its" membership. They happen ^9 

e &rf of 3 States who have singularly successful programs 
in our v"ewf ffT^I would like to introduce to you first Ms. Zebc 
Chesnut,.director of the Georgia Planning Council. ; 

• - STATEilENT OF ZEBE CHESNUT • - 

Ms'. CHXSNtrr. If you allow-mcTwiirforego iny written testimony 
and att*npt toTanswer sdme qtiestibns you have asRed. 

The rrieitibersliip 'of the DD council in. Georgia is made up ot^b 
people m Se lScated in t^e.OfBfec of the ^^"^'^TTMr 7odv 
heDartm^nt of Human Resoufces. I want to Kuild on wliat Mr Zodv 
SiS in ul^nc his M^aW^^of the rock that/wins.a landslide nnJ 
rSate somrslecific e^arS^ how DDSA^ney m Georgia is the 
rock that may often causeWus landslide. , . • coico H,ni^ 

First^impressflpon vou the fact that planning in the sertse that, 
wo us^S^in Geo^ia includes.more than iblannmg. numbers, ai^d data 
Whefwe say X?ning-and 33 per«nf. pf our fiioncv.and ^ometimej^ 
rtorb ir^iSd ?or planning-we ai;e talking about a(»F..vit.es that are 
rS diLt service felated: activitJes^ that are influencing, monitoring, 
?e4ii cfmobiliz^^^^^ and cooi-dinatixm. So ^vhen we say planning 111 
' we do not^i^d I think many DD councils "do not-speak of 

^s^Sa and nurnbe^iut of those activities -that are not direct serv- 

■ ices. Now, where does the mOney go? • Povprnor 

Tn the J)ast year the Georgia council has influenced the CTOvernor 
to reqiTre^ crprehensive master plan for special -ednca ion as a 
cLtiS^f for s gning the Public Law 5)4-H2 implementation plan 
' in GeorS Tl e'v^have mflnenced the Governor to request a ]oint 
agreement between the- Department, of Human J^-^/j^^^^^^^^, 
Denartment of Education. This agreement is m ^^-"tin?- The I->epart 
meEK? Human Resources and the Department of l^d"<^at.onli^ve 
,^;Teed on who is responsible for what in serving the handled, 

ernoi^foE to'e isf a .ToYnt Committee of the Department of 
H man Resour^^^^^^ the State Department of Education so these-. 
^iTdepar SrcouTd work together in a coordinated approach to 
dial wSi the common problems of .developmental y disabled and 
VmnrlicahDed children as inanv enter the i)nblic schools 

The cSSncil has plaved a kev role iu the passage of State legisla- 
tion and appropria^^ aflFecting the handicapped m Georgia, m- 
cZlin" a ffir Emplovniwit practices^act that, prohibits cllg- 
crim nati^on in State governmeut against handicapped persons and a 
mindafe that special ?diir«tiou training be reqiured for regnlai 
Zsroom feache^•s. for's^hool administrators and for school coim- 

-'' The Georgia council has' been active in the field of prevention 
throiicrli endorsement of State dollars to support early screening for 
. Sne ic ciVso^^^^^^^^^^ This venr we had over ."550 new special education 
K ers funded with State appmpriatious. along with additional 
transportation to support those to assist in the mipleineutation of 
Public Law 5)4-142. /-^ 
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In tlio aroa of ivsoiuTe iiml^i^jj/ation and coordination, tllo council 
provides direct teclinicul f*^Si^ance t(Mi^sist communities in accessing 
additional rejsources. For oftample, a $iW,000 contract witli I^DSA 
dollars lias assisted in gcmerfitino^ over million ' in tlie area of 
HUD funding for tlie StatS of Gi^rgia and over $500,000 in SBA 
loans and local moneys to providcfDetter. more appropriate training 
facilities for the developrftentaJly disabled. To me, that is^ a little 
-rdt:k beginning the landslide TRAt ended with a rather large moun- 
tain. » " r , -^'^ ' 

* Wejiave sponsored numorm*^ deu^onst ration pr/ijects in the area of 
direct service which wheu^roveii effectrvt^ were transfprred for 
financial support to a state r(jsponsibilitv. ' • 

There are two service pro^^^rams yojrtmight be tremendously inter- 
ested in in terms of specifically docom(*iiting the most effective and 
appropriate^ wav to use thO DDSA' dollars for services. States often 
cannot afford t^) take tj^ risl^ involved iih-demonstratiiig a new idea. 
State dollars afFhOi^'J^sity used on programs tlmt havc^heen proven 
' effective^ I refer to something in (reorgia called the Gleaner project, 
in which with $r^5"000^ 10 men. jnost^ out of institutions^ whost* IQ's 
werb- between ItV and 38, the avenrge IQ being were returned to 
the 'community and given jobs in the (lleaners program. Tlalf'^the 
men had been institutionalized for periods rfinging from 10 to 28 
years, niid most had never held a job. 

;The attempt was to prove the economic feasibility and appropri- 
ateness of ^farm-relateil labor for thosV people with develcTpmental 
disabilifi^s-wRo were from a rural community and \\'h(y wished to 
participate in the program.. . / 

That is a very diflic'ult project for some of the julministrative 
agencies to do'because of the redtapc and l)ookkee])ing involved in 
paying particinants the minimum wage and establishing a system 
so ,that these persons with a developmental disability would have 
incentives to make more money. Seveftll persons'^nade ovei* $100 a 
week: these sarhe-^^eople had b(»en costing the state $17.000 per year 
in the in.stituFion. Most im]iortant these people regained or in some 
instances experienced for tlje first time a feelir^fx of ;self worth and 
^ dignity. - ■ , 

As a result of the fact that we did'^^fund this as a new demonstra- 
tion, the Division of Mental Health and ^lental Retardation in 
Georgia found this to be a cost-effect iv(» program and worthy of 
adopting in other areas of the State. Community program per.sojinel 
will be trained to add this component* to already existing programs. 
Cost will be minimal. 

Another 'example : The DP^Councjl in Georgia feTt with the man- 
date for^ deinstitutionalization, that some persoii n(je.ded to be re- 
sponsible in each of the institutions for* the people who were being 
returned to cbmmfinitic.s. Comjcil wantedjo insure th}\t the services 
they got* were more appropriate than those of the institutions. 

W-e funded eight posifipus {fnd att+iched it to each of e'ight insti- 
tutions to" cVp a management eoordinifrtion activity for the ]|trsons 
who would be deinstitutionalized. Before a year was oyer; the'Stafe 
legislature in Georgia funded 2.'^ ^of these positions,, returning tile 

. . , \ " \ 



)D Copfeib funds to us and letting us- then use that money to gener- 
ite additionaljnohey 6r activities in other areas. 
> In terms of bh^D Council and ouv authority in advocacy, we see 
y our responsibility^ a global, statewide systems advocacy. We sup- 
^ritort and* understand the need for individiml advocacy ^nd protec- 
T tion which we haycWn the presejit DD law un4er the P. & A. system. ^ 
Georgia got clpse to $70,000 to begin their P. '& A. system. The 
BD Council did not feel that was quite enough^ so we awardfed the 
P. & A. system $100,000 .of our State grant. We alsagave them %ur 
^ support in going to^the State legislature and asking the State^io 
supplant those Federal DDSA dollars with State Approprialiorfs,^ 
which 'they have just done. ^ , 

The State of Georgia, as a partial result of Council Support, has 
put $109,000 trppropriatieris into the P. & A. syfetem. These are the 
types of *activities that(^ think are very critical, actiyities that \ye 
need to^Jjontinue so des|)erately. The only way fot us to do that in 
Georgia is through thp continuation of our StatS DD Council and* 
the dollars congress aw^irds for.these activities. ^ 

The new bill 11764 ^should retain the ceiling on the tfUowable cost 
fot tlv»' administration of this plan. It has been brought to my atten- 
tion thSt this ceiling has been retained and I krongly support that. 
*The monejK allocated iey this legislation ar^vajr njinimal, and 
♦ it is risky to lea.ve it opea that Statps could spe^ much of this 
money on ^administration. I would suggest you loot into that and 
" • retain this ceiling on administn^ation. 

I thank you. . ' ■ \ , 

[Ms. Chesnut's prepared statement follows:] V 
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testlnwny of Zebe Chesnut, Planning Dlreetof, Georgia 
, April 5, 1978 ' \ 



Myvappreciat^oa goes to^ou and your sUff for allowing me ta testify on > 
behalf of and In Che lT)terest of the developmental ly disabled In the State 
of Georgia. It 15 under the direction of ^he State Planrving -Council on Devel- 
opmental -OlsabllltlMUljat I, as^he Executj;re Director, speak. . ^ 

The Georgia CoWtll rhXd«v«loP«<l * position paper supporting an extension 
of PL 94-103 that wIll-intnTaOy preserve but strengthen the orlgiaa^lntent of 
PL 91-517; legislation 'thatAw^nsure the continuation of plannlngT^oordln- 
atlon, advocacy. Influencing and monitoring actlvltlefWfe paper reflect* J 
their position; It does no,t reflect the reasons behind tfife position .or the imp 
that the progiram has had tn Georgia, has had tn other states, and could 'haveyr 

.^■'^ The 'Georgia program Isnhe only one In the state with a mandate J0'«"S11J« that . 
'the State Is responflve to the service needs «nd to. the. rights of all ijfs ctt-, ' 
Izens with developmental disabilities. Tbe misi on -statement of the council readS^ 

"The overall mission of t^ie Georgia Council Is to facilitate W provision 
- • of quality services /to persons with developmental disabll 1t1es>to 

promote the optimal/ use of federal, stale, local* and private resources 
* In meeting the oee± of the tlevelopmentally disabled; and to advocate ^ 
*for the human rlghtV^nd dignity of the state's developmental >y disabled 

The mandate -of PL 94-103 Is clear to^each of you, and combined with that 
mission statement, one seps a mrfsslve responsibility. In the,last three years ^the 
'Georgia Council has become one of the most credible and respected entities-con- 
cerned with a specific population In Georgia, spending ?3X of It 'o^jijent • 
In planning, 1nfluenc1ng,mon1tor1ng and general advocacy. The 36 member group 
Is located In the office of theCommissloner of the Department of Human Resources 
and has direct access to Governor Bus bee. . ^ V >^ 

In thrpast year the Council hail ^ ' « m * 

1. influenced the Governor to requite a comprehensive Master Plan for 
special education as a contingency for signing PL 94-142. 

2. Influenced the Governor to get a joint agreement on the severely 
handicapped from the State School Superintendent and the. Commissioner 
Of the^partment of Human Resources. i. * t 
Influenced through resolutions and monitoring the establishment OT a 

- jffint conmlttee of the Departments of Human Resources and Education 
for the purpose of working on common problems as they relate to 1m- ' 
plementatlon of 94- 142, • ' 
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4. Played .a k^y role In passage 6f state legislation and 'appropriatioa 
affecting the handtcapped Including a F^r Employment Pract1ce*Act • 
proh1b1t1ng*h1r1ng d1scrlH\1nat1on In state government and a mandatd^ * ^ 
tint special education training be reqil red for.Nchool administrators - 

^ and counseJors. It Has aci^ETHrt the fiefld of prevention throughi^early 
screening. for genetic diwfders. Over 530 new special education^teachers 
"pr Implementation 'of 94-142 have been added, as well as transport- 
t4on units commensurate with the additional educational units. It ^ • 
ha^>l|elped obtain ilOO.OOO in -state appropriations for the state 
P and)A systim^. * • » 

5. ^ In theyrea of resource jnabilUation/^nd cpordin^ion the council •> ^ 
provideVdirect technical assistance to the^state and to local com- 

^ muni ti^rVi accessing other* Federa 1 , state and local programs, and 
V as an offiwal'pai-ticipant in.the/A-95 provides review and comment %n all^ 

state plaps and rfrant appl ications that relate to our target gi*oup. « 
6i/*ponsored nuwerobs 'den»nYtmi on projects in the area of 'services 
\«h1ch ♦«ye proven effective >hd transferred financial Support to 
Jtat^l reiponsitility. ^ ' 

I hope this mihimal dql^Flption^of our activities will prtr^lde -some <?nswers ' 
to questions that have been asked concerning what Happens v^ith state monies in 
the formula grant system. , s ^ t 

^ y ♦ • 

We believe that Ij^l 17^ fs basically a very good bil'l, ^nd, wholeheartedly 
'Support: ) ■ 1 

/ ■• t 

/ 1) The yTetentioii erf tire current definition. 

.1 Z) The Thcreased dollar support for the P and * system. 

I 3) The chart^es in membership requirements for state and National councils. 

^ ' 4) The emphasis on planning, accourttability and rights. i 

5) "The requirement for state councils to plan for manpower development. 
.6) The changes in the roles and functions of the University Affiyated 

^rpjriams* . , 

7) The plan requirement for the National Advisory Council. 
' 8) The elimination of construction activities^. 

Ve object to the el imination of the ceiling on the allowable costs for the 
admirti strati on. The monies allocated for this legislation are minimal, and not 
sufficient to risk the possibilitV of large expenditure ^or administration.' * 

. - ' . V ' ■ ■ 
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.V.e object to Congre. s requiring JUte Coancir*a/to 8?jend -^^^ 
of their allotment to aBsist i» the ;f ovisVon if ter^ict.s^d y^?^ 
on planning tctivities. j * ' . . 



Ve cuBt firs?.ui5dderotand the baoic phildsophy of th^e Uevelop- 
Dental Disabilities Lecis^ntion. that isi it. is not, a service 
PKpgrao, Stntea muatN^tain the^ flexibility to p.en for and 
provide according .to tFe unique needtj od that strte, ^ ba..ed 
on th«it stoteo own neetfs assesoment . A ttrtionax mandated 
percentile for any. given area, whether ke. vice or F-^nine 
doec.^ot^^ilov orsrecognlze the ind'iviGual needs , of each 
state. '. • 1 • j ''- 



. ^^^^^ ' T'^^ 

Ve.reCOEmend .that the CoDitittee' oppi^iiila^^y reHji^ibn ^ 
3.116CEtion . of litate conies as it relan^'et ^o the oreas o. 
vicea V8 jlrinpinij. ^ 

' 6bj::ctiou . ] 

Ve strongly object to Concress betting priority cervices for 
States. ^ ^ ^ J 

iriority service -iref.y v,ry irOD ut-.te to iiti:le rr.;. frcTT"^ 
to .year. The otate Co-r.cil 12 ir, the .est jzoi-iti^n V> *t-r.ke 
th:it aeterr*.i'r.<>tion. < 

refco^end th^t 'conrresi; require. i3tate CoS^cirT to dei:irr-'^*-e 
their ovn' j.riority service - reacUn the i;tate ; ns cnc. 
COhCentrete. efforts in theis*- deiiifT^'.tpd r.re: c . 



[.ke thetie ccL.xerlts "nJ recoiLLiendatio: 



.,lntS'con^ae^^°^i^ --^r^b.^x:" .re- 

^< pa?ed! andlexpilCs t. you :.y o^preci^ion . for the effort^.you 
r:- oxrendir.c on behnlf af persons vho : rc .cvelopccnta.*y 

ciaalled . . ■ • I 

« .<? 

. -hero ib r.o doubt that vp :.r.e here firhtin^: for our .tate'i: 
rirht to cor.tiriue --o vork in our ^taie to see .n;.t the^rccdi3 0. 
r.ersono who :.re develop;;.ent&i:y cisaLled are -et. It.i;. i; v.n: i 
is ut=;Ost in our-minds, ; ve review recocunendaticnii lor 
extension or dcvelop:^ent<-il cic bili^ieii. lee;ibxJ tion. 



Gentlemen, this concluceti Dy testimony. 
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-Mr. Rogers. Thank you f or-an excellent statement. 
' V Mr. Carter. I want to compliment the lady on her statement, par- 
, ticularly on those pe9ple ^ho were taken f rotn the institution and 
employed. They made— I have forgotten how much it was. 
Ms. Chesnut. It is $100 a w^k. * - , • , 

Mr. .Cajiter. In contrj^stkto that, a lady called me last week; from , 
the mental health association. Sh^said 'that some of their people 
have made as much as $11 per ^eeU when they were employed^ This 
is very much in contrast to ^hat ym have reported. ♦ ' ^ 

I want to compliment' you on what you nave done, but I bemoan 
the fate of those people in my area. I ijgret it. 

ThankyoUjMr.Cnairman. for your indulgence* J" * . 
* Dr. Watson. The co'pfercfe^has obviously seen the^handwritmg. 
on the ^all of fairly serious divergences oi opinion fran many 
sources /iu what ought to happen to developmental disabilities and 
, has, of .course, therefore beei\ accused of becoming a v^ejj interest 
.'in itself in altteinpting to perpetuate ita own activities. 

' I won't dignify that with any further discussion, except to say we 
did commission the activities oi our oyrn task force to conrMrup With 
some recommendations fof your consideration, looking at afll the rest 
of the things that-we knew to be in existence.. v 

Roy Bmninghaus, Dii^ector for the State of North. Carolina; will 
ai^dress himself to that and to those things which only the North . 
Carolina DIJ Council wishes to speak to. ^ 

STATEMENT OF BOY V.' ^RTTNIN&HATJS 

Mr. Bruningiiaus. Thank you, Mr. Chairman. - v . 

I would like to first introduce my right arm, sitting on my right, 
my Assistant Director, Jane Smith. / 

Mr: Rogers. Mrs. Smith, we welcome you to the committee. 

Mr. Bruninghaus. In the interest of timc.l also will dispense with 
the reading of my written testimony and attempt to summarize owr 
concerns and to address some of ti» issues which have been raised 
here this morning [see p. 401]. , . , u-^ x 

■ As I often do, I would also like to depart, a little bit from Dr.^ 
Watson's introduction and suggest that I am speaking primarily on 
behalf of the council in North Carolina. I think that the work of 
the Nationjil Conference on Develoainental Disabilities speaks for. 
itself in the fact that we have been irifited to appear in front of you, 
and we are ext?remely grateful for that opportunity to tell our story 

as best we can. - — . , / . vl • i.u 

I would 'like to respond to the question about what it is^hat we 
actually do with our funds tyid how we do operate in the btate of 
North Carolina. * ^ . 

You have in front of you on page 2 of my testimony a summary 
of our most recent accomplishments. You also havcart^-o-page docu- 
ment which was prepared by my assistant dii-ector because her tenure 
with the council goes back a lonjj time. It goes back a lot farther 

/^T^u^like to summarize what yon see there. Before I do that, I 
■ would like to indicate the process which we go throu^hi^ North 
Carolina to Ho these kinds of things. " . _ 



, First of all, wo tnkb a look around, in sorne^^stonatic fashion — 
•and I guess that is wliat^yoii planning— ami ^ve evaluate what ia^ 
needed for services to pereons^'^vith* the' four ^disabilities w'li.irh this 
act addp^ssps, and particularly "piKing attention to the s everely ^landi-' 
capped, ami the uiultiply inipailTd^. Afe try' to d^^tennine ^-hat the' 
^client needs are at the coniuumity *level for vserv-Ws and then what 
tJic system needs ^are^ and that eventfinUy gets us iHAaj>olic\^^ 
because, as you may kiiow, the many, iimiiy dollar^^Mt^re spent at 
the State lev&l and „ at the Qomiimnity level ai-e spJ<^^ priuuirily in 
response to ti>6se agencies' policies, and that is where we look when 
, we want to change things. ' 
AVe then, after^Nve determine wlmt needs be done, plali for and^ 
develop new program ap])roaches. On the two-page sheet which you 
have, yo4w see the word '*denmnstrate" many times, AVe started a lot 
of filings in Xoi-th Carolina, and i^ome rather sifjmficant tlungs are' 
now being paid for b\:,the State of North Carolana Vvith taxpayers' 
dollar*; on a continuing l)asis. ^ ^ 

In addition to planning for and devolo])iiig these approaches, we 
then demonstrate these api)roaches. AVe take the^risk with our Fed- 
eral money that the l)ei)artment of^wnman Uesoiuvefi-or ^he 
partment of Public Instruction prol)ab^r>^uldn't becail^e they don't 
have t ha**'"^ i ni Kttfinonoy ;ivailal)lv and |)l(takui)ly wouHtln't liecause 
of the ])olitics invofVd. ^ ' . y 

We demonstrate these jt[f])!oaches/ to the State, and we involve 
them in asking us, fhir^it ^vork? How nuirji does it cost? Does it get 
the job done? \ 

We try to satisfy both the departments and the legislature that,' 
in fact, this is 41 good progiMiii. 

Then the fouith thing tliat we do is get the State to implement 
these ])rogi*ams with State dollars if they prove feasible and cost 
benefieial. I sii1)mit the list to you. It is a snnmiar\v+k;t, even at tliat, 
but you can get an idea of the kind of tilings we are doing, 

Basically^what we try to do is to cause the State to implement new 
j)rograms, new laws, new ])oltt'ies and new funding a])])roj^ches. On 
that last one, that sounds like some burcacratit' jargcuu Dr. (^irter, 
I ,so I will ref«r you to the etForts on page l\ that we are talking iftout 
|in my written testimony wher(* you sec there that wc have convened 
a special interdepartmental task force on housing ])rovide 1^ unified 
1 State effort in obtaining funds from the Federal ])rograms for appro- 
^1 priate housing for all of our develo])mehtaIiy disabled. That what 
•I mean when I saw new funding ai)i)roaehes. We try to ])ull together 
•Ithe^ agencies that could rcs])ond to the housing ncrds*«f the handi- 
capped to access tjieir funds. 

Jfr. (\Mm:K. I thin-k that is innovative and nudces good sense, I 
don't think that is bnreancratese. 
Mr. BRrxiNOHAi s, Thank yon. 

Now in respect to the bill which has been prepared by your com- 
mittee, fii^st of all, I would lilc(^ to express our belief that II. R. 11764 
is ba^^ically a very good bill. We wholeheartedly support the reten- 
^ tion of the currcnt^definition of (le\'elo])mental disabilities. It is hard 
ondugh to explain? I tjiink, what we do in terms of trying to serve 
the ])o])ulation outlined in Public Law 04-10'i without going into 
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any long definitioh and, eKplanationMyased on sonie kind of func- 
tional approach, although" I SHspect somewhere down the line in this 
countt-y we are going to a noncategorical iipproach to serving U« 
licndica'pped. ^ 

. But I think we need a little bit more time struggling along under 
the current definition to make swre this particular population is 
served. * ^ i ' » 

The^ second poiffit that Ve wholeheaAedly support is the increased 
dpllar* support for the pFfetecfion and advocacy s)^tem which, in 
niany States and in our Statj, is beginning to make its impact felt 
in terms of openmg up, most particularly. Dr. Carter, school systems 
which are rebelling against implementing 94r-142. We a^ using our 
protection and advocacy system to bring hea^ administrative ac- 
tivity to open up those Systems and also enga^ in both individual 
suits and clas.Taction suits, as appropriate. " ' ^ * ' 

We had a similar problejii with regard to integration, as you know, 
in North Carolina, and of course I gpess we still do in terms of our 
universit]^ system. But the point is that it is even more difficult in 
^me of olir niral counties, to get- the handicjjpped ink) the school 
system ; perhaps more so than other minorities. ' , 

The third point that we wftiild like to support ill H.R. 11764 is 
^„^e changes in the membership requirements for both the* National' 
Advisory Council and for the DD councils. We believe that having 
handicapped people on the council nnd also their parents and thei^ 
" guardians is one of the ^reatest't^a^sets cif,our program. 

We also support the emphasis on the planning'and accountability 
and rights that is contained in J:he bill. 

' We also support the requirement for state coimcils t^ plan for 
manpower devefopment. It does not do much good to develop a serv- 
ice" program if you don't have anybody to run it, to be tliero or quali- 
fied to be ^here. We try to stress both quantity and quality on that. 

W,e also support the changes in the role's and functions of the uni- 
versity filiated programs, the plan requirement for the National 
Advisory Counpl and the elimination of construction activity. 

With regard to the priority service areas, which is an issue, let me 
simply jB^y that we believe that while setting priority services is an 
important thing for a coimcil to do, we would prefer that th€ States 
be required to assess those four priority areas on their own, if you 
will, rather than have Congress, in its infinite wisdom, suggest what 
the priorities should be for the State of North Carolina or for any 
other State. 

I think that with regard to the 70 percent rule, let me suggest to 
you and refer vou back to my discussion of how we do things. We 
need some flexibility to spend our funds to carry out the four activity 
areas w^ich I indicated to you at the beginning of niy testimony. In 
some years we may get heavily involved irf starting up programs such 
as the ones listed. In other years^ we may get heavily involved in 
legislative activity and bureaucratic jawboning. In other years we 
may get heavily involved in evaluation. 

Those things will vary from year to year. So we really have a 
problem with an arbitrary percentage placed on us to spend our 
funds. We think that is a prerogative that we, in fact, snould be 
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allowed to keep. I think there is enough accountability built into 
vour bill, and there can be enough accountability built into the reg- 
ulations that would come along with new legislation that would 
make sure that we are- not playing fast and loose with tlie funds. 

The final point I would like to inako. is that we are concerned 
ahout a fair and continiAg and appropriate evaluation of thus prd^^^ 
gram. Now I call your JItention to the chait which was, l\)elieve, 
submitted yesterday by l>r. Boggs. r^Stl^u 

With all due respect, and I think it is an excellent charL^J*^ Ivhat 
this chart does*not tell you is the fact that^liere is signiff«riit v-^'ia- 
tions in the amounts of money which each of those States get. irjou\ 
have only $150,000 to spend, and niany^coiincils-^Artis liere is a p(?r- 
feet example— have that, and when you, recogniV that, our autistic 
home for children in Greensboro, N.C., costs $80,000 a^year^to op- 
erate, you are not going to, get much back for tlui buck if you put 70 
percent of that $150,000 into services. / u ^ 

Yet, on the other haiTil, if you h^-eW?lj Cfliforpia has ov v^hU 
Ohio has or what Illinois has, or e\'?n»^ we have or what Florida 
has, you can afford to start some good service progranis and yon can 
deliver some direct sei:AnceS. . 

There is a catch in tUnt, too. I think if you are going to provide 
direct services, -YOU .have an obligation to-your clients to continue 
• tliose services. Our m'ohev is in jeopardy every 3 years. * ^ 

I will submit to you and recomii^end, as I have in my written 
testimony, that the Secretary of HEW be ordered by the (^ongress 
to conduct a continuing and fair evaluation of what it is that we 
hiive been mand'ated to do so that we can justify our existence i?i a 
much more"efTective fashion. . i x ^ ^ 

With that. I will close. Again, thank you very mucli foi' the op- 
portunity to tell our story. 1 will be happy lo ans^wer any questions 
about oiir program. 

[Testimony resumes on j). 412.] ' 

[Mr. Bruninghaus' prepareil statement and attachment follow:] 
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INTRODUCTION} 



Mr. Chairman, members of the subcommittee, my name is Roy Bruninghaus. 
I «m the Executive Director of the NorJ:h Carolina Council on Developmental 
Disablli^ties, and I am also the Vice Chairman of the Legislative Task 
Force of the National Cor>ference on Developmental Disabilities? I will 
speak, however, primarily o'n behalf of the K:»t th -.Carolina DD Council 
*since the President of the National Confetcni^e and the cfiairmah of its* 
^ Legislative Task Force are accompanying me on ^his panel. • 



BACKGROqyD ; 

It is the consensus of theVocth Carolina Council on 'Developmental 
Disabilities that the DeveloptH^tal Di;33bil ities Act, P.L. 94-103, 
should be renewed and that the c^tinuation of the DD program should 
preserve the original intent of pA 91-S17, as aj^ended by P.L. o4-103 
which emphasizes the planning, influeVi"^' accountability roles 

of DD Councils. The DD program is the only program in the state of 
North Carolina which has a mandate to ensure that the. state is rcrponsive 
to the service needs and to the rights of all o/?ts citizens with 
dev^'lopmental disabilities. It is a very complex task, but we 

have adequate strffce and federal funds to do this job well and our 
Council and staff are making <jreat progress. 
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Because we have been perceivddvby the state as a planning and influencing 
progranif we ^re located in the office of the Secretary of the Depaic^inent 
of Human Resource^ where v^e ar% required by our State OD law to advise 



h«r in all matters related to providing services to persons with develop- 



mental disabilities. From this vantage point; we have been able to 

LCij 
)St 

^^^ft Council's inAst r ecent a cy^mpl jrshments^ include 
the design and passage 



p4X^icipate in significant planning an^ policy-making activities ^with 

' / ' ' "» 

, the ^^artment and to use our funds to take a lead role in developing and 
J * , 

■ 

demonstrating new ways to solve some of our oldest problems^^ 



(1&) the establishment of a laboratory tontff^sujt the anticonvulsant 
, drug levels in the blood of persons with Epilepsy in order to 

maintain precise drug \eve\^ioi tho control of seizures, 
(c) the planning and development of a Case Hanaqeme n t System for 

statev^ide application if the demonstration programs meet 

their objectives and satisfy the concerns of the Ziepartment 

and the Legislature. 
(^) the dcnonstration of a" model program for Mentally Retarded 

Youthful Offenders inC medium security ^rl son in order 

to rc?ducc their stay and their rate of return once released, 
(e) the establishment of the first Croup Home for Aut ii: tic Children 

in the state. 
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(f) the establishment of m Hiah^Kisk Screening Pilot Project ^ 

In the newborn nurse ries of six counties which cocr<ftnate« 

p= — , 

the efforts of the 'Public an4 private sector and tracks 
' > and cbotdln«t«t Mtvlfjes to high risk children, 'and ; 
(9) the Vrovislon of Policy Guidance to the Secretary of ths ^ 
Diepartjnent of Human' Resou^es which concentrates on the areas 
'off . (i) primary and secondary prevention , (2) i^stitutio/^al^'' 
. reform , (3) case management , "and (4) the ^mp^men^tion ^f 
Section 504* of t>ie Rehabilitation Act 1973 and the . 7 . 

* ' Education for All Handicapped Children Act of 1976, ( P.L. 94~lj<2 ). 

•• . i-. ■ ■ - J; . ' . - 

The Council is convening V sgecial interagency Task" Force on Housing 
to provide i^nified state effort in obtaining fJ^ds from Federal programs 
for appropriate housing for all the developmentally disabled. The Council 
is funding four field staff positions for the DD Protection and Advocacy 
System. The Council is providing staff supjx^rt to the Governor's irfter^aency 
Task Force on Transportation which will develop a plan to meet the tran^- 
porteation needs of persons who live in rural areas, particularly the 
handicapped. The Council is providing staff to the Secretary of the 
Departjnent of Human Resources tol coordinate and to develop the efforts 
of volunteer manpower to assist agencies which "provide services to the 
developmental^ disabled across the state. The Council this year will 
analyze the policies of all state agencies to aijccrtain their responsWe- 
ness to the service needs and to the rights of persons withj^^iftAopmental 
disabilities. ^ \J 
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He, Chairman, I review these activities because I vant to' highlight how 
we have put the focus of the currenjfc DD law into action and what we will 
jldse "if Congress changes that focus in its aml^ndments to the DD law. 

■ '-''i 

. JOSITIOW ON,"HH 11764: x Areas of Agr c e ment ■ ^ - 

JWe believe that HR 11764 is basically a very good bill. *We wholeheartedly 
-"Support: (1) the retention of the current definition of De>^opmenta^ 
Dtsabllltles^ (2) the Increased dollar support fpr the Pr otection and 
Advocacy systems- , (3)- the changes in mem bers hip requirements for both 
the National Advisory Council and the DD Councils, (4) the emphasis on 
Planning , accountability and rights , (5) the re<^uirement for .state Councils 
to plan for manpower development . (6) the changes In the roles and 
functions o{ the University Affiliated Programs , (7> the plan requirement 
of the WaBional Advisory Council , and (8) the elimination of cons truction 
activities . . • ' 

- ... .<^-. ■■ f 

POSITION ON HR 11764: Areas of Disagreement 

^ .... (A) PRIORITY SERVICE AREAS 

» . ' - . .. 1.1. ■ . 

Objection : . - ' ' 

We object to the Congress setting . priority services for states, and we 
question on what basis has Congress aetermlned ithat the four (4) services 
in the bill are the priority^serv^i ces for North Carolina. 

• I \ 
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Rational*: 

There are sixteen (16) service areas for persons with developmental 
'disabilities. Priority service areas vary from state to state. States . 
should decide what those priority areas are; not Congress. !^ ^ 

. - * 

Recommenda t ion : . 

We recoronend that Congress require State Councils to designat e four priority 
service areas in their state plans and concentrate their program planning ^ 
influencing , and evaluating activities in these areas ^ 

' ■ - * (B) 70% RULE 

Objection ; 

We object to the Congress requiring State* Councils to spend 70% of their 
allotroent "to assist in the provision of services "^ to persons with, 
developmental disabilities. 

Rationale ; ' ' 

The essence of the> developmental disabilities legislation is the planning, 
influencing , and evaluating role of State PlAning Councils, the protection 
of rights by the Protection and Advocacy Systems, and the training of 
manpower by the University Affiliated Programs, , • 

. f' 

, . . . "v . 
To require a Planning Council to spend 70% of i-ta fdnds in the provision 

of direct services is a contr adiction of their mandate . ^ 
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Councils cannot provide direct «t vices on a continuing ba^is and caVry 
out thetr sandate«for two reasons; • . 

(1) ^ th^re is an insignificant awoont of money in the tace 

of the need , and * 

(2) - tSere is no permanence to' DC^ funding. ' 

BotlT reasons place a crtiel burden on both those who serve and (those who 
are served in terms of friistrated expectations and undue hardship . 

Councils are most effective in Influencing the state to develop quality 
services when tbeyMa) fund pilpt or detponstration projects* , (b) evalua te 
*the success of such projects, (c) develop strategies prior to initial 
^^ding to insure perjnanent state funding when they ate completed and 
proven successful, and (d) develop the necessary support and commitments 
for statewide application . 



This process may require a Council in one year to spend more money on 

planning for the development of such projects than in operating them. 

In some years more funds may be allocated by a Council for Operating the 

projects than for planning them. And in some years additional funds 

may be allocated for intense evaluations and the development of replication 

strategiei for the stat«. 

It ts unreasonable for Cong ress to curtail or restrict this flexibil i ty 
by placing any arbitrary per cent on the amount of funds a Council is 
required to spend on providing direct services. 
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Kecoiwaend • t i on ; 

^r.co^n6 that ^r.r^r.r.^, 4 A. andVof Section 133, -ProviBion of 
Prf</i>y K^ruic^a" be stricken from th< bill. 



^ C) EVALUATIOW 

Objections 

We object to «(e fict that the Secretary has not conducted a fait, 
effective, aijd continuing, evaluation of the DD grogcam . ^ 

m , • ' • 

Rationale ; 

He are asked to come before the Congress and lustify our e>cistcnce every 
thr ee years . Yet the Secretary has not assisted us by e valuating the 
r>ft oroaraa on the basis-Off its mandate. - 

'do council* ate mandated to plan for, to Influence thi dovoK^^n.t of,' 
and to evaluate the quality of services for porsons'with.devolopment.l ^. 
disabilities, vet critics eval^te.Councils on' the basis of the dir.it 
services which they provide. This is no f only unfair evaluation , but it 
is al«. . MJaX_BSnUibuU20 to the pervasive misunderstanding of what 
the focus of the DP program is. 

T\ fy>ngnend4tlQn x / / 

• we rt.co™,.nd that the Co,^rcs,s_.r.esiui^ the Socrelari to develop a 



to evaluate the impact of State Councils' ElanniniJ. M^ypjisl^.j^"^ 
evaluating activities . • , 

0 . ' 
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CONCLUSIOM ; 

Mr. ChairMn, thiS; concludes ny testimony. Pleas^ let roc en^hasize aga 
that we support post of HR 11764. It is a good bi^l, and we hope that 
you vlll take our recopunendations into consideration when the final 
draft i« prepared. 



/ 
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ACOQMPLXSHMBNTS OF THE ^ «, 
IB3RTH CWCtlWA COOHCIL »' 
DEVEUIPMEHTAL DISABILITIES 

• PioneecMS the in>lenentation of Statewide Screening for Phenylketonuria. 

' ■* 

• Supported and assisted in the development of Legislation for Child Aly»« 
«nd Me^Xect Reporting. 

• Assistad in tha developioant of and supported changes in Legislation to 
allow •ore educational progfW for persons with Developmental DisaBllitles. 

hmml^tiA in the development of and supported Legislation authori^n^ 
granPin-aid subsidies to sheltered workshops and day care progra^. 

Pioneered the ;development of and assisted in the establishment.o^ the* 
first genetics counseling center in North Carolina. 

Assisted {n and supported the development of a specialized ^■^^^'^^^[^ 
for persons In the correctipnal system who have developmental 

• Assisted in and supported the establishment of she4tered residential 
facilities In communities. 

• Endorsed and supported Legislation for mandatory licensing of day 
care ©enters. ■ 

• Assisted In and support^ the development of day care, research, and 
sheltered employment ^facilities. 

• Developed and supported the Special Olympics in North Carolina. 

• Supported educational efforts to assure that all children r|#ive 
iranuniKations to prevent diseases that could resold In d^JPpmental 
disabilities.* / 

• Sponsored "Careers Days» at colleges and universities across the 
state to Introduce students to the variety of health related careers. 

• Sponsored "PACE" students to work In community programs serving the 
developmentally disabled. • 

• Developed local Councils on Developmentaf Disabilities to plan services 
for the population thay represent. 

• Developed materials and worked with communities .in providing religious 
programs for developmentally disabled persons in their home churches. 

• Devel6pe« and Influenced the passage of Legislation providing «uardlan4, 
with powers limite<^ by the ability of the ward, for persons with developmental 
disabilities. 
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• .Provided training to persons affected ty the limited .guardianship 
legislation. 

• Deaonatrated the ijnpact of screening of infants to detect developioenta). 
disabilities at an early age. j ^ 

• Developed and supported coinmunitx residential facilities so tha^ persons 
with developsieotal disabilities are able to remain in tf)eir hQ|fte communities. 

• Developed axv9 supported the establishment of a laboratory 
level' of anti-convulsant drugs in the blood of persons 
disc^rder. 




analyze the 
seizure 
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Mr. BooERs; Thank you, Mr. Bruninghaus. 
Dr. Carter. 

Mr. Cahter. Thank you, Mr. Chairman. 

I particularly wanted to compliment the gentleman from Ohio, Mr. 
* Brown, wno gave sttdMt-^iice presentation. I think he is eminently 
worthy of being on the board in Ohio. 

I have looked over the program here that you have from North 
Carolina and I find^ in your infinite wisdom, you have done quite 
well. I am not going to casti^te you or flagellate you for something 
that is not done. I think that is pretty well planned: 

However, I hope that you would find funds somewhere for that 
institution that you have for the autistic children. I believe you said 
, it costs you $80,(KX) a year to run it. I hope you will do that. 

Of course, apparently there are many problems. Again, you must 
have planning; you must have coordihation; you must have funds 
for that. The impact of the funds should be to assist those who have 
disabilities.^ Those people who are closer to those who^have the dis- 
ability perhaps realize this more than anyone else. Planning is vely 
necessary, and I suf)port funds for that. But without training peo- 
ple to teach and to help these people, we would certainly be in sad 
shape. 

Thank you, Mr. Chairman. 

Mr. Rogers. Thank you. Dr. Carter. 

As I' understood it, the council generally supports the minority 
view ■ , 
Mr. Brov^x. Yes. * 
Mr. Rogers [continutng]. Regarding the definition rather than the 
majority. 

Dr. Watsox. Yes. Or the current definition. ; 

Id^r. Rogers. Does the law need to be clarified as to who is respon- 
sible for planning and establishing the priority? Is there any confu- 
sion there? ' 

Dr. Watsok. There is confusion in the law and there is absolutely 
unresolved confusion, in the regulations and guidelines. It must bis 
clarified. 

Mr. Rogers. What should it be ? 

Ms. Chesxut. Can I speak in terms of this in Georgia? We feel 
strongly that because the ,administrative agency in Georgia is one 
small agency, the DD population in that^nlan must reflect the acr 
tivities and gaps in ^programing for seve rat J, possibly nine, Federal- 
State programs. So we see it almost an impossible task to nsk an 
agency , to write a comprehensive plan that includes nine different 
Federal-State prograrhs. . , 

I think this needs to be clarified definitely in the new legislation 
that. the State Development Disabilities Planning Council is respon- 
sible for development of the plan. . ^ . 

TJie same tlimg in the establishment of . priorities. I don't thiiih 
that one agency, even if it is the human service agency can establish 
comprehensive priorities — labor is a very big part of the need oi 
services for the developmentally disabled, so they also must speah 
and must also listen. So we feef strongly that the council is best foi 
establishing priorities. 
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Another advantage of the council is that you have some yery real 
input in terms of one-third of that coujicil membership being con- 
sumers and consumer representatives. You alsp have proA-iders of 
services; those people in the community who r^ide many miles from 
our State capital. They need to be involved in planning as well as 
the State agencies. 

We feel that should be cleared, and it would be helpful to us as a 
council if it could be cleared in the legislation. 

Mr. Brown. May I speak to one qualification that I feel needs to • 
be more defined, and that is what is a consuiper. In Ohio, we have 
gone through almost total reorganization based on the fact that ncr 
one is quite sure what a consumer is. 

For example, I made reference to the fact that I cannot, in Ohio, 
under current law be classed as a consumer bec^e I am also an 
agency representative.,! think that. is unfair became, as Mr. Carter 
has said, I think we need more of our own people serving our own 
people, and if they do that, then they cannot, under current law, 
participate as consumers. 

Mr. Rogers. May I suggest that you might want to .submit to us 
ihe language that you think would' carry out your thinking on the 
definition of consumer. 

We will be glad to look at that. 

Dr. Watson. We will be very pleased to do so. 

[Tlie information requested was not available to the subcommittee ^ 
at the time of printing.] y ^O^-^^^ 

Mr. RooEiis. Thank ypn so much. The committee is grateful for 
vour presence here today. 

Dr. Watson. I have to say,'sir, this was very educational for us. 
The previqus panel said more good thngs about the DD Council 
.system in one place than I have heard in 3 years. 

I thank you for the opportunity. 

Mr. ROGERS. The committee will stand in recess until 2 o'clock this 
afternoon. t 

[Whereupon, at 12:15 p.m., the subcommittee recessed, to recon- 
vene at 2 p.m., the same day.] 

AFTER RECESS 

[The subcommittee m-onveiiod at 2 p.ifi.. Hon. Pnul B. Rogers, 
rlmirman, presiding.] 

Mr. Rogers. The subcommittee will roiue to order please, con- 
tinuing our hearings on Development Disabilities Act Amendments 
of 19T8. I would like to remind witnesses again that we are under 
a tinie* constraint. If those who give testimony could hold it to 10 
minutes and those on panels to 5 nnnutes each, it will be helpful to 
the committee. 

The first panel this afternoon, Is a panel of State agencies. Mr. 
Gareth Thorne, who is the connnissiomT of the (V)nnecti('ut I)epart- 
ment of Mental Retardation, Ilaitfonl, Conn., and Dr. I^iard 
Ganser, who is the administrator of the Division of Conununity 
Services, Wisconsin Department of Health and Social Services, ac- 
eompained by Mr. Harry Sclinibbe and Ms. Jayn Wittenmyer, on 
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behalf of the National Association of State Mental Health Program ^ 
Directors, - 

We welcome each of you to the committee. Your statements will 
be m^de a part of the record in full. 

Mr. BoGERS. You may proceed as you desire. 

STATEMENTS OF OAEETH THOEUE, SECRETAEY-TR^JlSTmEE, 
NATIONAL ASSOCIATION OF STATE MENTiiLHEALTH RETARDA- 
TION PROGRAMS DIRECTORSi.INC. ; AND LEOTIARD GANSfiR, M.D., 
ON BEHALF OF NATIONAL ASSOCIATION OF STATE MENTAL 
HEALTH PROGRAM DIMCTORS, ACCOMPANIED BY HARRY 
SCHNIHBE, EXECUTIVE DIRECTOR; AND JAYN WITTENMYE^' 
EXECXTTIVE DIRECTOR, WISCONSIN DEVELOPMENTAL DISABILI- 
TIES COUNCIL 

Mr. Thorne. Mr. Chairman, my name is Gareth Thome. J cur- 
rently serve as the commissioner of the ConuQctiout Departm'ent of 
Mental Retardation. I, am here today representinnr the National As- 
sociation of State Mental Retardation Pro^n'a"! Directors, which is. 
an or^^anization of officials'ln the 50 States who are directly respon- 
sible for tlie provision of today and Residential services to over one- 
half million mentally retarded and other developmentally disabled 
citizens. 

I have a statement that has been submitted and I will takc^from 
the general statement certain ^reas that I think mi^i^ht be of interest 
to you [seep. 418]. ^ 

Mr. Rogers. That would jpe helpful. 

Mr. Thornx. Thank you, sir. 

For the purpose of todays testiiiiony, I plan to focus only on the 
most fundamental barriers to accomplishing: the goals of the devel- 
opmental disabilities program. I would like to relate tli^se broad 
issues to speculative revisions proposed in II.R. 11764. 
" One of the basic difficulties associated with tfte program from its 
onset has been the diffiise set of statutory goak. The gap-filling 
philosophy underlying the legislation juis provecl to be a rather 
nebulous target for many State coiincils'nnd agencies. Lacking clear 
' higislati^ve or administrative guidance concerning expenditure pri- 
ority States have been faced with the unenviable task of addressing 
a seemingly endless need of service needs witli woefully inade<luate 
financial resources. , , . . 

As a result, even where appropviatc, service priorities have been 
identified and activities initiated, the impact has been minimal due 
' to the massive scope of the problem. , .i 

The reasons for the mediocre performance of many States is quite 
complex. It seems cleaii^that the original planners of the legislatioij 
underestimated the difficulty of influencing the poHcieB*and practice 
of large human service systems through a gap-filling or fole-inodel- 
ing approach. ' , 

H.R. 11764 addresses this problem by identifying four priority 
service areas: Individual client managenknt services and infant de- 
velopment servrces, alternative community arrangement servicesvand 
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nonvocational development services. The national association en- 
dorses the target services approach, incorporated^ in the Roger bill 
for the foUowingc reasons. 

Firat, it leaves the individual States some flexibility to choose the 
service areas in which Federal dollars are most needed, while at the 
same time requiring each jurisdiction to focus its federally supported 
activities on clear, attainable service goals. 

Second, it establishes a viabJe relationship between the service ob- 
jectives of the program and t'he Federal aid available to help meet 
these objectives. * • 

Third, it permits an orderly expansion of the program as Federal 
support increases in further fiscal years. 

While the association views the above provision's of H:R. 11764 as 
a keystone to improving operation of the current development dis- ^ 
abilities program, we would like to recommend one relatively minor V 
change in the bill as introduced. Section 133(b) (4) (B) (i) (I) and 
(II) should be revised-to allow a State to choose whether to focus 
on one or two service priorities as long as the toUaJ section 131 ap- 
propriation is below $60 million and on two or three priority; areas 
as long as the appropriation is below $90 'million. The language of 
the current bill is contradictory. — ^ : 

Section 133(b) (4) (ii) seems to suggest ^that States would be per- 
mitted tp focus on one area while the other section, 133 (b) (4) (B) 
• (ii) (D and (II), indicates the States must focus on two or three 
servic^riority areas respectively. 

'What We are basically saying is that especially minimum allot- 
ment States should be given ihe option of focusing on fewer priority 
areas if a council agrees that a greater overall impact would be 
achieved. 

Mr. Rogers. I think that makes sense. 

Mr. TiiORNE. In terms of the general area of clarifying the plan- 
ning service advocacy roles of the council, there continues to be some 
problem of clarification. While these changes that were made in the 
proposed bill were intended to clarify the responsibilities in the 
council, in fact, there continues to be a significant State-to-State 
variation in 'the scope and types of planning and direct service ac- 
tivity supported. 

As a result, it is impossible to pursue national goals under the 
current legislation as presently structuml. The bill undef consid- 
eration, the Rogers bill^ would'attenipt to rt^solve the confusion sur- 
rounding the current planning and service advocacy roles of the 
council by making it clear at^least 70 percent of the State's allotment 
must be used for the provision of services in oue or more of the pri- 
ority areas identified in the bill. 

In adciition, a stronger emphasis would be placed on development 
of operational plans in the service priority area selected by the State. 
Our dissociation agrees that increased emphasis should be placed on 
operational planning. . . - 

To be elfective, the planJBng and implementation functions must 
be part of the cycle proce.^ under the current law. However, the 
council usually lacks both control over the necessary resources and 
the political backing to fissure its plans are nnplemented. 
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In addition, simificant discrepancis often exist between the global, 
statewide plans developed by the council and the operational plaflB 
prepared by various State and local agencies engaged in serving de- 
velopmentally disabled clients. Hopefully the Rogers bill will mini- 
mize such discrepancies by focusing the council's planning efforts on 
the selected priority areas and channeling the bulk of the State's 
section 132 allotment to carry out th^ plan once it is developed. 

Although we agree with the primary thrust of the Rogers bill, we 
recommend that the subcommittee place some reasonable time limit 
on the grandfather clause contained in section 133(b) (4) (B) (iii) of 
the bill. Therefore, we suggest that section 133(b) (4) (B) (iii) be 
applicable only in the fiscal year 1979 year in order to permit affected 
States to make transition to the new requirements of H.R. 11764. 

This, is addressing, I think, the problem that Dr. Carter has been 
mentioning this morning, of getting sofn^ money into actual service 
provisions and limiting the continuation of putting most of the 
money in the planning. 

I will skip along here. In terms of definitions, because definitions 
have been always a problem and have been addressed in these hear- 
ings and in others, I would just like to point out that while we, in 
general, favor the approach of the definition proposed by both the 
majority and the minority members of the national task force on 
th^ definition of developmental disabilities, Clearly the criterion for 
program eligibility should be based on th?. funrtional service nerds 
with severe disabilities originating in chlidhood. nither than upon 
diagnostic labels. Such labels provide little praetioal guidance to the 
program administrator charged with the task of designing an effec- 
tive service programs. 

Basically, on balance the association recommends that the subcom- 
mittee proceed with great care before approving any significant ex- 
pansion in the current statutory definition. A completely functional 
definition may be n worthy objective. 

Hpwwer, given the existing gaps in services to the disability 
grou|)s currently covered and the differences in the service needs, and 
delivery systems and groups that would be added under the task 
force's major definition, we simply see no practical way to. avoid 
drawing some categoric paiametery^around program eligibility. 

Now as a commission of a large department in the State of Con- 
necticut and the developmental disabilities program is lodged in the 
department for administrative purposes, I would like to make a 
general comment which I think summarizes to some extent what the 
State directors are attempting to do. We certainly ht^ve always 
strongly advocated planning. Wo have been pleased • certainly in 
Connecticut with the planning effort that has been made by the De- 
velopmental Disabilities Council. It has been a very jiard working 
group, a very highly involved group and has worked very coopera- 
tively with all the agencies. • iT 

However, there is a point in- tiwe when planning has to come to 
5ome specific and end goal, some objectives. In other words, we plan 
/ to the point of becoming almost an' exercise in futility. It is very 
frustrqiing for people to plan Jind plan and plan and not be. abl^ to 
iniptemPit planning. 
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Moiuey, of course, is a major object. 4he developmental disabilities 
program has never been fimded to the extent that implementation 
of planning has been carried out as a part of the Federal contribu- 
tion. It has always been left up to the States to generafeU:he funding. 

My personal belief is that when we are looking at planning in the 
perspective of comihg up with a total, overall comprehensive plan 
we end up with sometning that is not attainable and quickly gets put , 
on somebody's shelf and gather dust and we go "to the next set of 
plans when ^^e change administrations or Federal laws or whatever 
It may be, S — - . ^ 

In my position my hope would be that our planning be directed to 
specific goafe, to specific major areas that need attention, that the 
funds'fhaf'cume to the States be spent for the development of pro- 
grams, direct service programs, th<it will meet the needs of people 
and also directed to capacity building of in-place agencies. 

We believe very strongly in a single agency designation for the . 
DD progra^, particularly an agency that has already within the 
State strucxute a level of credibility and service provision that cuts 
across a iflBe swath and that by building capacity in tliose agencies 
or in that f^ncy and by limiting planning to specific priority areas 
and by implementftig plans as apfocess and building as we go, I think 
that we would make a lot uiove productive use of Federal dollars 
and State dollars rather than trying to take on the world and have 
a solution for ever^-thing. 

[Testimony resumes on p. 428.] 

[Mi% Thome's prepared statement follows :J- 
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"Mr. Chairman and distinguished members of the Subconnlttee, I appreciate this 
opportunl'^ tirappear before you to present the views of the Natlnnal^Assoclatlon 
of State. Mental Retardation Program Directors on the Developmental Disabilities 
Anencfenents of 1978 (H.R. 11764). 



The membership of our Association consists of the designated officials In the 
fifty states and territories who are directly responsible* for^the provision 
of residential and conmunlty services to a total of over H million mentally 
retarded children and adults. As^a* result, we have a vital stake In a variety 
of federal health, education and social v?elfare programs. In.recent years, as 
states have begun to emphasize the development of a wide range of residential 
and^ daytime alternatives to large, publicly-operated Institutions, the number, 
scope anjl canplexlty of fe'deral assistance programs Impacting oh state mental 
< retardation agencies has Increased tremendously. 

This morning I would like to outline for the SuljQOnwi ttee the Association's 
view on the, Developmental Disabilities program, one snill but Important ccxnponent 
of the federal government's array of assistance programs whitfh Impact on mentally 
retarded citizens. The state mental retardation agency serves as the designated 
unit to administer federal DD formula grant funds In' approximately two-thirds 
of the states. In addition/ si nee an estimated 65 percent of the 5.4 million 
developmental ly disabled persons requiring services have a primary diagnosis 
of mental retardation, even those state MR agencies which- do not serve as the 
designated DD unit, have a vital stake in the success of the Developmental. DIs-.- 
1^ abilities program. For this reason. It seems both timely and appropriate to 
describe our experiences ^s state officials- who have been Intimately Involved 
In the day-torday operation of the program .since Its Inception some 6*5 years ago. 

As Initially conceptualized, the Developmental Disabilities program .was Intended 
to be a planning, coordinating and gap-flUlnp mechanlsm'which would helo con- 
sumer representatives, service providers and responsible state officials to 
rationalize the expanding array of federal and state programs alrred at flnaf^clng 
and delivering services to some of our society's more severely disabled citizens. 
In practice, however, the program has not achieved the lofty expectation which 
■any consumer advocates and professionals held In 1970. At the same time, 
the fundamental goals which the original legislation addressed are. If anything, 
even more meaningful" today than they were 6h years ago. 

I recognize that this Subcoimlttee will receive a wide range of views on the 
existing barriers to accomplishing the goals of the Deyelopmental Disabilities 
program. "Clearly, there are a variety of Issues to be considered. ^ For purposes 
of today's testimony, however, I plan to focus only on those Issues which appear 
to be most fundamental and farreachlng. In addition, I will attenpt to relate' 
these broad Issues to the specific legislative revisions proposed, in H.R. 11764 
(Rogers). . . 

> 

1. Need for Statutory Service Priorities 

One of the basic difficulties. associated with the program from Its on-set ha^ • 
been the diffuse set of statutory goals. Despite glaring deficiencies In the 
range and scope of services available to the de^lopmentally disabled 'in all 
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states, the gap-filling philosophy underlying- -the legislation has proven to be 
a rather nebulous Urget fpr many sUte councils and agencies.- Lacking clear 
, legislative or admlnlstcatlve guidance concerning expenditure priorities, 
'states have been faced >fith the unenviable task of addressing a seemingly 
endless array of service riecds with woefully Inadequate financial resources. ^ 
As a result, even where appropriate service priori ties 'have been Identified 
and activities initiated, the linpact has been minimal due to the massive -scope , 
of the problem. 

The designers of the 00 legislation, however, never anticipated thfct the program 
would furnish basic operating support for a discrete set of services to eligible 
recipients. Instead, they envisioned federal DD service dollars as having a 
catalytic Impact on the expenditure of funds available through a wide variety 
of generic and specialized service systems within each state (e.g., education, 
vocational ,rehab111U»lon, health, mental health, mental retardation, crippled 
children, etc.).» In other words, when linked with the planning and coordlnatlve 
activities of the state council, DO funds were supposed to have ^n Influence 
on the activities of the mega-service systems disproportionate to the actual 
■ number of federal 00 dollars expended. « 

In practice, however, federal DO service grants appear to have had Only a limited 
and sporatic Impact on the overall pace and direction of change In many states - 
despite the notable acconpl1shme;its \/h1ch have occurred In a few Jurisdictions. 
The reasons for the mediocre performance of many states are quite complex. How- 
ever, It seems clear that the original planners o/ the legislation underestimated 
the difficulty of Influencing the policies and practices of large human service 
systems through -a gap-fllll.rtg or role modeling approach. 

One lesson, therefore, whidh can be derived from our Initial experience with 
the 00 program, 1« that a somewhat more targeted and clearly defined set of 
service objectives is essential If the program Is to have a meaningful .Impact 
* on expanding and Improving services. 

H.R. 11764 addresses this. problem by Identifying four priority service areas - 
Individual client management >erv1ces; Infant development servldcs; alternative 
conmunlty living arrangement servlcesi and nbn-vocatlonal social-developmental 
services. Initially, each state would be required, by law, to select two of 
those four priority service areas In which to concentrate Its efforts. Until 
appropriations under Section 131 reached $60 million ahriually, each state would 
„ be required to expend at least $100,000 or 70 percent (whichever was higher.) 
of its annual aHotment on service activities associated with the two Identified 
priority areas. Once the annual appropriation was between $60 and $90 million, 
a state would be required to expend 70 percent of Its funds (or $100,000, If 
higher) on three priority service areas. When annual appropriations exceeded 
$gO million, a state would have to expend 70 percent of Itj formula grant 
allotment on all four priority service areas. 

NASMRPO endorses the target services approach Incorporated In the Rorers bill 
because: U) It leaves the individual states some tiexibiiity to choose tne 
service areas In which federal dollars are most needed while, at the same time. 
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requiring Mth' jurisdiction to focus Its fed^tally supported acjlv^^" on 
•cleSr. aUilnable service goals; (b) It establishes a viable; re atlonship 
between the service objectives of the program and the federal .aid available 
to help meet these objectives; ^nd (c) It permits an orderly expansion of the 
program as federal support increases In future fiscal ypars. 

While the Association views the above provisions of H.R. ]1764 as the keystone 
to rorovlnq the operation of the curfent Developmental Disabll t es program 
^ lZ^7\^lttl rScoirmend one relatively jdI nor change In the bill, as Introduced. 
sL^on 133(^(4)(m^ and (1 0 Should be revised - 
whPthPr tn ) oi^u5 on one or two service priori ty areas as lonn as ^"g f 
f^^ n 1M "nnr^pHa Is be l ow tfiO ml 1 1 on do^ U r. and on tv>o or three: pr orn^y 
r^aVas lSSq Ss thP annronrlation Is be ow {90 m on . The language of the . 
current b1U,U contraliyctory. Sect ion J3S(b)(4)( ) |"?g^ K^g^^^^ ) 

states would be permitted to focus on ofte area, while Section 133(bn4)J^^BMl J 
("and III) Indicates that, states must focus on two and. three "rvlce pHorlty, 
respectively. NASMRPD believes that states, especially minimum allotment 
sutes! shAld be given the option of focusing on ^^wer P^^^^^^v «real if the 
agency and council agree that a greater overall impact can be achieved. 

? Clarlfvino the PlannlnQ/Servide/Advocacy Ro les of the Council 

*The original Act was' built- upon the assumption that a coalition f consumer 
representatives, professionals and state officials - as represented by the state 
council - would be In the best position to identify gaps in services and stimu ate 
Salon to fll them It was argued that the priorUv needs of the target populatio 
"neS s?gn]l]cantTy from state'to state and therefore each state s ou be 
blwii the flexibility to address Its needs Jhrough a cortilnatlon of service, 
2 rnnlnTand'gap-f lllna activities. Some States have found t^ls approach to 
be qS It? ^rkable and. to a greater or lesser extent the «PJ"^J,t"^'= 
DO dollars and the activities of state councils have had a favorabl|l^pact^ 
the Initiation and Improvement Qf services. Many "t^'e'' '"^J; J"*^^^^',"^ 
Achieved little or no progress In striking a bajance between their planning, , 
service, and advocacy roles. ^ """^ * ■ 

The Act Itself, and related administrative regulatlon^and 9"^ offers 
itit.cBuncIs little In the way of practical advice on^how to Integrate these 
dUtlnct Eut nteJactlve sets of activities Into a total sti>te propra^. Decisions 
on hoS much t r«: effort, and money should be devoted to plann ng, 1/Proving 
services, and advocacy are left almost entirely to the discretion of Jt't^. 
teJJtl the provision of an extensive arfay.ef nations regional technical 
assistance over the past five years, many state councils still apowr. t6 ,be 
Jt?ugg"ng to sort oSt their appropriate roles and the best ways of pursuing 
them. / A 

In the 1975 amendments to the Act (PA. Ct>ngress placed gi^ater statutory 

emohasls on the council's role as a systemic advocate antf as « focal point for 
cS»?lhens1vritate-w de planning. This fact Is reflected in the revised name 
orth?cSun'cirln?i: the'increased statutory emphasis on tho^e "^J^^ | 
council's role. Conversely, the council's responsibility for awarding service 
grants was restrlc^d. 
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Mhllt these changes were Intended to clarify the, responsibilities of the council. 
In fact, there continues to be significant state-tb-state variations in the 
scope and types of p.lanning and direct service activities supported through 
DDSA funds. As a result, it Is all but Impossible to pursue national goals and 
objectives through the program as presented structured. 

The Rogers bill would attempt to resolve the confusion surrounding the current 
planning, service and advocacy roles of the council bv making It clear that at 
least 70 percent of -a state's allotment must be used for the provision of services 
In one or more of the priority areas Identified In the bill. TheTdeslanated 
state agency, in cooperation with the state council, would continue to be respon- 
sible for submitting a state plan and conducting a review of needs In the four 
priority service areas each year. However, a stronner cinphasis vould be placed 
on the development of operational plans In the service priority areas selected 
by the state. 
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NASMRPD agrees that Increased emphasis should be placed on operational planning. 

be effective, the planning and Implementation functions must be part of a 
cyclical process. Under current law, hov/ever, the council usually lacks both 
control over the necessary resources and the political backing to assure that 
Its plans are tfipleiwnted. In addition, significant discrepancies often exist 
between the.global, state-wide Plans developed by the council and the operational 
plans w^pared by various state and local agencies engaged In serving develop- ; 
mentally disabled clients^. Hopefully, the Rogers bill will minimize such dis- 
crepancies by focusing the council's planning efforts on the selected service 
priority area(s) and channeling the bulk of the state's Section 132 allotment 
to carrying out the plan once It Is developed. ^ 

Although we agree v/1th the primary 'thrust of the Rogers bill, we reconrnend 
that the Subcormlttee place some reasonable time limit on the "^orandfather 
clause"- contained In Section 133(bH4)(BHii1] of the bill . Wh^le It 1s true 
that some states have devoted a relatively large percentage of their DOSA allot- 
ments to planning activities and, in such Instances, it.rav be disruptive to 
require them tg expend 70 percent on priority service area(s) in FY 1979, we 
see little justification for continuing such an arranciement indefinitftly. 
In fact, such action wOuld undermine the basic intent of the Rogers bill - i.e., 
to place stronger emphasis on the provisicn of direct services in all states. 
For this reason, we sugciest that Section l33(h)(4)(B)(iii) bo anpl icable only . 
in FY 1979 in order to permit affectgd states to rake an orderly transition 
to the new requirements of H.R. 1176^ '■ 

3. Impacting on Generic Federal Funding Programs 

One of the basic tenets of the Developmental Oisabilities, Act Is that, because 
of scope and longevity of the target population's needs, maximupi progress 
can TC achieved through an inter-agency effort to access and coordinate the 
activities of a variety of health, education, rehabilitation and social services 
agencies which have a role to play in serving the developmental ly disabled. While 
convincincj arguments for thrt* approach have been advanced over the years, in 
BWSt states the pr6gram.JiM Nad little or no Influence on the policies and prac- 
tices of the federal/state service prograrn^-fmentioned in Section 133(b) (2) (Bj 
of the bill. \- — r 
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Along the reasons why most state councils have had only a minimum impact on 
policies and expenditure priorities affecting developmental ly disabled persons 
under such major federal-state programs are: (a) the broad nature of the 
council's nandate and the limited time and money available to pursue this 
area;^(b) the complexity of these huge human service programs; (c) the absence 
clfic legal provisions for enforctng Interagency cooperation; (d) the 
a planning oriefttation among most consumer and provider members of 

e difficulty of altering statutory and regulatory^ policies which 

^.,1on by DD individuals from a state level; (f) the Inadequate 

.r^.. which to base sound planning strategies; ard <g) the high turnover 
among agency, consumer and provider representatives on councils. 

binder the Rogers bill, the council would retain its systemic advocacy role and 
continue to be responsible for reviewing a' variety of federal-state plans which. 
Impact on developmentally disabled persons.. In addition, the DO state olan 
»tni would have to contain a description of the extent and scope of services 
provided to the developmental ly disabled under such federally assisted programs 
as education for the handicapped, .vocational rehabilitation, public assistance, 
medical as5istance,»social services, maternal arid child health, crippled children s 
services, comprehensive health and mental health and such other plans as the 
Secretary of HEW might specify. 

In spite of past problems, we agree that it makes sense to assign the,^*<^unc^l 
responsibility for Identifying barriers to full participation by the developmental ly 
disabled in publicly. funded human service programs. Given the diversity of 
funding streams and multi-aoency involvements in all states, clearly this is 
,«n Important council function. Hopefully, by clarifyinr the role of the council 
arid targeting *DD expenditures on a limited set of service priority areas, councils 
will be able to devote increased time to this important rol*. 

The Rogers bill also would require the reorganized National Advisory Council 
on Services, Facilities, *nd Rights of the Developmentally Disabled to prepare, 
and up-date annually, a national, five year plan for the target population. 
We agree that such a national plan would be most helpful, especially if it 
focused on the identification and elimination of existing barriers to the effec- 
tive utilization of various federal generic and specialized resources on behalf 
of developmentally disabled persons. However, given the apparent opposition 
of the A(hi1n1strnt1on to continuation of the Council and the general antipathy 
of 0MB to statutory set asides for advisory committee staff (as prooosed in 
Section 108(d) of the bill), we have serious reservations that the Council can 
develop such a national plan. The proposed corpositlon of the Council and the 
fact that it would retain most of its current functions only adds to our doubt 
that the National Council could coi?plete the type of searching analysis and 
foreslghted overview of nationwide efforts on behalf of developmentally disabled 
persons which is so desperately needed. ^ ^ 

One possible apprwch which the Subcommittee may wish to consider is to require 
that a por tion oAhe special ^ro.lect nrant funds, appropriated u nder Section 
14 5. In FY 1975- and subsequent fiscal years, be used to support Dackqround studies 
and analyses whrch will assist thellational Council 1n deve loping such a compre^ 
hengive five year pUnT . 



4': 



424 



4. Differencldting the Rolev of Council and Administering Agency . ♦ 

The 1970 legislation (P.L. 51-517) made It clear that the council wes to play 
wore than simply an idvlsory role In the formulation of federal/state spending 
apriorities. Yet, the precise dimension of the council's responsibilities 
were not made clear In the legislation. Since the original "hTW renulatlons 
failed to deal with this matter, each state was largely left to Its own devices 
to determine the working relationship between Its council and designated state 
agency. As a result, the various states evolved, Quite different Patterns of 
agency/council Interaction - varying from states In which the council was almost 
totally independent of the administering state agency to states where the council 
served as simply an advisory body to the state agency. 

The 1975 amendnients to the Act (P.L. 94-103) .attempted to distinguish between 
council and igency roles. In essense, the revised Act assigned responsibilities 
for day-to-day adm.1n1 strati on of -the program, Including the awarding of grant 
funds, to the state agency and focused the council's activities on systen-wlde 
advocacy, comprehensive planning, supervlsinn the development of the state plan 
and evaluating the state's overall efforts on behalf of the develonre'ntally 
disabled.' One of the key elements 1n:th1s realignment of counci 1/accncy 
responsibilities was the requirement that the agency prepare a "design for 
Inplemcntatlon" - I.e;, a detajled plan, consonent with council-Identified needs 
and spending priorities, for using the state's annual allotment under the DDSA 
program. * 

While P.L. 94-103 h9,d succeeded In clarifying some of the most pronounced problems 
In council/agency re1<it1onsh1ps , the goa>s and activities of nany councils 
are still quite different from those of the designated state agency and vis-a-versa. 
As Indicated earlier* the Rogers bill v/ould addrcffs. tf^ls problem by focusing 
a large share of available federal dollars on a limited nurrbcr of service priority 
areas. Hcv/ever. ^he proposed language does not Include explicit language spelling 
out the role relationship of the counci Tvnd the -deslanated state aaency. Section 
137(b) lists the functions of the Stateffiannl ng £ounc1 1 . Cut, nowhere In the 
bill can we find a parallel list of th&lfunctions and responsibilities of the 
state agency designated to administer tte program. Pv inference, it appears 
that the bill's drafters Intend' that the desianated state anrncy: (a) prepare 
and submit the state plan cTalled for under Section 133, includinn the detailed 
plan for addressing the state's selrctod priority service areas (Section 133(h) 
(4)(A)(1i)); (b) disburse all federal funds allocated to the state under Section 
131; and (c) generally assure that the DO formula grant program is efficiently 
and effectively managed. ^ 

We reconnend that the Subcomm l tt ee insert a npw section in the Pogers bill spelling 
out't^e duties and responsiblTTties of .the dcs-ignatrd state anency, including 
those listed abovF ! 

In addition, we think the Subcomittec should e'liminatc Section 133(b) and • 
' modify Section 133(hHl)(B) and ot her relevant s utisect1_nns_ of the bill to make 
It clear that the governor must de Tignato a s Tnr no strUe aopncy to adninister 
DP formula grant fundT! ThiTprovision, which allows for the designation of 
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one or more agencies to administer formula <irant monies, was fncluded In the 
original *1970 Act. To the best of our kno*fle<l^e no state or territory has 
ever utilized this language as It was originally Intended - I.e., to divide 
. the state's allotaicnt according to the progranmatlc expertise of the various 
state agencies (e.g., mental health/mental retardation; vocational rehablll- \ 
tttlon, education; transportation, etc.), based on each agency's relative \ 
responsibilities for sewing the target population. A few states have v 
divided responsibility along functional lines (e.g., planning, construction \ 
and service), but, by and 'large, most states (A8 In FY 1978) and territories | 
(all 6 In FY 1978) have elected to designate a single state agency. Given 
the<^11m1ted amount of funds available, both now and In the foreseeable future, 
we believe this Is the only practical approach to efficiently and effectively 
managing the program. 

S.' Evaluating the Impact of the Program 

\ 

The lack of a clear set of national program objectives cofrblned with the strong - 
focus on state level goal setting has )nade It extremely difficult to evaluate 
the Impact of the Developmental bisabllltles formula grant program. Since, as 
Indicated earlier, the fundamental purpose of the program Is to Influence the 
quality and scope of services rendered .to developmental ly disabled persons 
through a variety of human service sy$tetns, traditional measures of the effec- 
tiveness of grant-in-aid programs (e.g., number of cUents served, percentage 
of estimated needs met, number of Individuals cured,..rehab111tated, graduated, 
etc.) are almost meaningless. How does one obJectliWy measure the effectiveness 
of a council's efforts to coordinate the actlvltleaj'ftT'fWo or more major state 
agencies or the impact of a comprehensive state pi an -Or a series of "seed money" 
grants on Improving the accessibility of appropriate services to the target 
% population. Can we determine If a particular council' Is serving as a catalytic 
change agent and forceful advocate for the Interest of the developmental disabled 
within the state overall service network?' 

Under the best of circumstances, these and similar questions are difficult to 
answeV. But, given the fact that, within broad statutory parameters, each state 
Is permitted to establish Its own goals and priorities. It becomes almost 
Impossible to gain any general overall sense of the DO program's national Impact. 

We believe the Rogers bill would facilitate efforts to assess the national 
Impact of the program by establishing specific priority service objectives. 
While, at least Initially, the 'jtates would have flexibility to choose among 
the four service priority areas. It should be considerably easier to design a 
national strategy for determining the unmet needs of the target population 
' and evaluating the Impact of the DDSA program In meeting these needs, 

6. Revising the Definition of Developmental Disabilities 

Since the passage of the Developmental Disabilities Act in 1970, more time 
and attention has been devoted to debatlrq which disabling conditions should 
* and should not be Included In the target population than any other single 
Issue Involving the legislation. Considering the fact that the term "develop- 
mental disabilities" Is a Iegal/adm1r.1strat1ve construct rather^than a clinical/ 
diagnostic label. It Is 'not surprising that there Is considerable di^greement. 
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even among experfenced dlanno^tlclans, concerning whether one etiolonlcal 
category oiy another meetis the current criteria contained Ijr'the present Iflw. 

When this SubconnltteyC .was considering the 1^75 anendnonts. It Inserted an 
amendment calling for «n Independent, objoctlve study to establish "an 
appropriate basis for determining which disabilities should be Included and 
which dliiabiniios should be excluded from the definition , . (Section 301(b), 
P.L» 94-103). That study has new been cpci.pleted and the Subcw'-jnlttee vl 1 1 
receive detailed testimony on the roccnxcndatlcns developed by the National 
Task Force on the Definition of Develcpnontal PisaMlltles. Then:forc, we 
will not review the Task Force's findings and conclusions here. 

In general, v/e favor the functional approach to the definition oropdspd by both 
the majority and the' minority r^jmbers 'of the Kfltlonal Task Forro. Clearly, 
the criteria for program eligibility should be buscd on the funct1o*nal service 
needs of Individuals with severe disabilities onninating In childhd^)d, rathtr. 
than upon diagnostic labels. Such InboU provide little nrnctlcal ouldance 
to the cllr.lclan cr program adr.lnlstrator charncd with the task of designing 
an effective service program. 

r ' ■ . t .■ 

The AsscclatUm also supports the Task. Force's cri^hasls on using 0C5A resource 
to Improve the lot of Individuals with severe, lifelcrn c!ir.(ib11it1os. The, 
original Icglslatloo Wiis ained at focusim public ?ttc?nt1on on pf^rsens considered 
too ht!nd1 CfTTPd to benefit from ra1nsti'f?n hurr.n r.f-rvice nroqr.inr. . The proposed 
Task Force dcflnltirn tends to underscore this point by rcnuirinn thst the 
disabling condl ticn signl ficontly Intcr^'ere with .the indlviducirs ability to 
engage in Uo or rrore major life functions. 

Although w:? agree that the tenr. developr^ental disabilities should be defined 
functionally, wf> also recognize that one rust e>(irinc the practical rari'lfi cation 
of expanding the nurher and tvpes of disr.t'illty urcups currently eligible to 
receive program benefits. It Is not sir-ply ruestinn of hrcr.dtning the tprc;et 
group without corTarable Increases In fet'ei^l authoriration and apprcpri atlcns 
levels, but whether the services ond facllitif^s currently f.valUble to re\*/ 
disability gioups can and should be a logical ey.tensicn of the eniG?*g1ng federal/ 
state developmental disabilities service delivery system. 

Under the proposed majority definition developed bv the Task Force our under- 
standing is that \cvcrely mentally ill children and adolescents v/ould be con- 
sidered part of the target popult'tlon. While we rocoonijed that this Is an 
underserved group. It Is also true that most stjites are currently attempting 
to address the problems of mentally ill children through their state rental 
health system. . In fact, the federally supported Cofrmunity Mental Health Centers 
are required by lavj, to provide a full rarne of diagnostic , rvcluation and 
treatrjpnt services to mentally ill children. Hthough we suoport the expansion 
of federal aid for childhood rental heaKh pronran*;, the Association can see 
11ttl£; rationale for expandlrn the' defini tirn pf a develcpnental disability 
to cover such conditions. Net only would the already limited federal PH ■ 
dollars-^have to be spread even thinner » but the repercussions, both fiscally 
and organizationally, at the state level would be difficult to rationalize. 
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On Ulance, then, t ho Association rccornrr.ds that thp Si 'tyromlUce^pjjprood 
wIt K great core he fr.rc auproy Tnc anv_slpn1^JCt:jrvt_^^ 

Statuto ry ^eHrTTlf n . A coripTctf^fv functlcnil dotimticn rav to n worthy 
objective; hONvever, ^Iven the yawning njps In services to the disahilitv 
groups currentlw.covered and tho differences 1n the service ,^^;i^Y^7„ 
svstcfr.s of groups who woufd be added under the Task Force's raj^lty definition, 
we simply see no pract^l cat I/ay to avoid drawing sone catrgoncal parr-rcters 
around progran ellglbVT^Ity 

However should the Sritpml ttee decide to ellrir.ate from the statutory definition 
all reference to speclHc (!iar;nostic caterorios. then \:c would ^ir,oi:st that 
the age cf onset cf the dischility be Iw/ered to 6 or. at mrt rathor 
than as in the current definition^ . or 22. as in the T.v.k force n prrnosf o 
definition. 'Such action would: (o) c^ivn rrrater ^.'^-.urnyco Ihr.t tl.c prcnrr.m 
would focus cn the rost sex-crely hcndircppcd <h^]t'rcr, \;hr.rr ^i.rMlitits anc 
generally c'er.onstriihlc at a niich earlier &reijfrsd (lO mini;, i/c the nrcwth in 
the target population since cases pf chi Idhootf f fental illif^.s often co not 
occur until the adolescent yeors. ^ ^' 

7. Revisino tho tlan drt o for iJnivrrsi ty_ijX^Iigtrj-<_J'j:nfn^ 

The Association is nenrrally pleased with thn' rrvir.oe Ir.ngi-.vjp rAiU'cririnn 
grants for uni vcrsi ty cffilirted m ofir.n^; t^^cctirn 121). liio r-- stMuVtTv 
definiticn cf a UAP would he a siqnificr.r.t irprrA-rr cr,t ovc" tVc cunont drnnition. 
He es|iL'Cl»lly IUg the clear rcccmition tnnt ihtci dir.cii-l .nery trdimr.fj is e 
n«ajor rdssion cf such university centers. 

The Assocli^tion believes, however, that the statlitorv rc.i^r, of thP university 
affili&ted prooram !:hOLild be rorp closclv rrlat-d to thr nor^ral end 
objectives of the btsic fedorel-state forrii^^ nrcint prr.rr .i To y"^^ 
purpose, mimi^recrrpe^ ' ^ 

afterOct^rni2H--3^^ -:--'v 

assist mfoTou nci Is if^^-(Jljr}!lM.:.ils'^..l^r :/'./:.,.'vr ' — 
sery-t'ce cbjeCtTvcs cs t^RA shcpLunjiLiiAL^Iji^ 



In suTTinary. we stronnly endorse tfj*; bAS-tc approach cf thr Rcncrs bill and suggest 

that the Subcoirmitteo coroider thft rrbdiffti.ti( ns di:;cu5:^c., ^kvc when i c rerks 

up the legislation. Vis state cffk^Ms'Ve^Po.lMMe rcr tl- rclnrry cf ^.crviccs 

to this tlrget.populaTSn. we are 5ci.t^ly av.,e of th. cxi.tmn p^fs 

and recognize that Increased fodor?.l D^^sist^ncc and Icacf.-.hin through the 

Developmental Disabilities program is ore essential innrrcicnt in closing these 

gaps. 

We appreciate this opportunity to sh^re the Asscdatlor'^ ym/s ^'^^^ J:^^ ,^ . . ^ 
SubcoTJnittee. Your past efforts to elinincte harriers tv the full lu.rticipation 
of devplcprrentally dis<ibled citizcrs in our s&cietv aro r^ronlv enrrGCiatGc by 
the Association's rcrhers. For our prrt. v.c Pirdno our -•^'^f;";;^,;;;^^.^ . . 
cacperation cs you consider legislation to extend snd crxnc tnc Ocvr .oprrntal 
, Disabilities Act. 
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Mr. Rogers. Thank you, commissioner, for a most lielpful state- 
ment. Mr. Carter? 

Mr. Carter. I want to compliment the gentleman on what he has 
said. I know that is the waj» we have proceeded in the past 4. or 5 
)^ears; plans have been changed eacli year asVe have gone along. ' 

Mr. Chairman, it was cither poor planning 

Mr. TnoRXE. Well, planning for planning's sake means in the 
sense that you have to change it very year hecause you have to come 
up with something different if you jiiv doing your job. As a conse- 
(|uence, what happens is that you chunire plans' but nothing happens 
in he meantime because nothing is impTouiented effectively to change 
services. 

Mr., C.VRTEK. If you sa^"plan and then implement it," I woiJd 
agree with that. But I doHot think, we need to have a different plan 
each year. 

Mr. TiiOKXE. I do not think so either, but that is what happens. 

Mr. C.viiTER. We get into fhe issue of special planners and I do 
not know whether it is good to have theui or not. I think, perhaps, 
thoy should bo in another position. 

Thank you, Mr. Chairman. 

Mr. Rogers. Dr. Gq^ser? 

STATEMENT OF LEONARD GANSER, M.D. 

Dr. Gaxser. Thank you, Mr. Chairman. I have with me Jayn 
Witteninyer who is the executive director of the Wisconsin Develop- 
mental Disabilities Councfl and Harry Schnibbe, who is the execu- 
tive director of the National Association of Mental Health Directors, 

Mr. Rogers. We are glad to have you, gentlemen. ^ 

Dr. Gaxser. I am speaking" for the National Association of State 
Mental Health Program Director [see p. 431]. Our association was 
involved in the initial legislation, in developing the initial legisla- 
tion, and with your strong supi)ort, strong support of this committee. 

We felt that the concept behind that logishition was sound and we 
are extremely enthusiastic about it. We do hnve a substantial interest 
in the legislation because in .the majority of states, tlie implementing 
agen(\v is either a mental Iiealtli agency or a I in man servire agency 
and to a large extent also, the residential beds in most of the States 
are the resj^onsibility of mental health lu'ograms. 

The association endorses tlie thrust of U.K. 11764 quite strongly. 
We do have some i-eservations about it and I will mention them 
hiter. We think the strong support is important because there are 
])arts of it tliat do continue to reenforce the original concept of the 
(levelopuioiital disabilities bill. 

Certainly the strengthening oi councils capacity to review 
other State plans, tlie professional assessment' and evaluation section, 
makes it possible for the council and the university affiliated fa- 
cilities to work more closely togetlier and the strengthening of the 
protection and advocacy system is important. 

Wo see tliose as esjierially important because they do follow 
through on the original objectives wliich we think are*still soutid. 
We do believe there are some radical departiy-es tliat differ from the 
original objectives. 
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The current legislation has been in effect 4iow for sveral years. The 
original Objectives are diPfficult accomplish. The gap filling, the 
coordinating kinds of objectives are very difficult. 

As a mattef of fact, one of the problems ^hat the States have with 
thode kinds of objectives is that the Federal agencies do not follow 
through on them very well. There is little coordination at this level 
of those kinds of thin^rs.^ Thtr^fore, the Onus does fall on the Stated 
and local agencies to bring that coordination togetl\er. 

I ttiink the DD legislation has been a^good example of legislation . 
that ^courages support and builds on that. I think the seed has been 
sown, I Uiink th€re have been accojnplishments, but I think there 
needs to additional planning for further accomplishments. 

The oric;inaHntent of the act to provide States the opportunity to 
do their Site planning, to determine tlieir priorities, to determine 
allocation of resources, and to develop options between implementing 
gap-filling direct services versus planning, coordinating, influencing 
'activities is verj' important and we believe should be strengthened 
'and continued. i i i 

Tile use of -existing services affecting people with developmental 
disabilities, the generic services, is an extremely important concept. 
Some people might refer to it as mainstreaniing, keeping theni in the 
general stream or system of services. If one does not do that and if 
one begins -to fund\he services to the developmentally disabled as a 
separate cat^orital kind of thing, one develops what I have often 
referred to as the waste basket phenomena. 

Everybody savs, "They do not belong to us, they belong over 
there." There is*^a tendency then to begin denial of services because 
there is another source of funding for those services. 

We think that the radical departure from that initial concept is 
involved in the provision in section 183, the provision of priority 
services, andtalso ip the matter of the TO percent and 30 percent split 
of money in services versus planning. ^ "^i- 

So, Ave would suggest that this provision starting on p^ge 24, line 
20, and going through line 10 on page 28, be stncken from the bill. 
The states and territ©ries\lo have very different conditions an<l needs 
for sei-vices. Fedei;al legislation that takes away the opportunity for 
flexibility does- not help them meet those individual kinds of pri- 
orities. " ^ HT 
' Yoai did hear some testimony vesterdav from Representative Mary 
Lou Munts from Wisconsin which defined, I think, some of the 
unique things that have happened in Wisconsin in the gap filling and 
the planning and the involvement of other kinds of services and 1 
want to add to those. ' 

When I am through if Jayn A\ittenmyer would like tO add^a 
couple^he thinks would be of interest to you, I wiH ask her to do 

^^Tftis flexibility that mpresent in- the present law is wliat makes 
the small amount ot miS^: that comes into a State for this purpose 
available kind of thi^ ^nd results in substantial increase in the' 
utilization of both State money and other Federal money to provide 
services to the needs people. 
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We t'hink in looking at the current legislation tHat if one is even 
to think about the concept of national priorities, we think that it is 
necessary to look at how those priorities were arrived at. I hdve a 
set of questions in my material and I merely want to say that tho^e 
are questions that I think need to be raised as to how^hose priorities 
wer selected. 

I think all of them are excellent. They are excellent areas where 
service needs to' be improved. But I think it is important to note how 
they were selected, as an expression of what the needs are in all of 
the states and not necessarily just in a few States but in all of the 
States. I think that is a serious matter in trying to defjne those four 
priorities ir> Federal legislation. 

I just want to make one comment about th'e definition of Devel- 
Di§ab. We feel stron;2;ly that the definition should >rwthiue as it is, 
that there may be a time when*it should be changm but at'the pres- 
ent, th<^ provision of services to this group still ha^ been identified 
.as an important matter. It would be. unfortunate to diltite that no\^ 
and not follow through with the intent. 
, [Testimony resumes on p. 438.] 

[Dr. Ganser's prepared statement follows :] 
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Mr, Ch«lrmjfei» Tha State Itontal Health Director*, participated in the 
firat drafting of the concepta that led, with your encouragenent and 
auppor^, to the original Developoental Diaabilitiea Act in the 91at 
Congraaa. ^ < 

I have aerved aa a witneaa^before thia cocmnittee on a 
nuKber of ocoaaionf Qn b«h*lf of the atate government mental diaabiliti 
agsnciaa, and I aa hippy to appear before you once again in support of 
extenaion of tha Developmental Diaabilitiea Act. • 



...^^^ y »^ • Tha State Mental Health Agencies have a aubatantial 
interest in tKis legislation, Hr. Chairman, because in 22 atates the 
"DO" program is located organizationally in the state Mental Health 
Department. 
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* AUo, in 29 .tate. thm M«ntal Hea-lth Department has' 
admini.trative re.pon.ibility for the mental retardation program, 
accounting for51.9 percent of all inpatient MR bed. in ttate government 
programs. 

Our Ae.ociation. endorse, in general the bill (H.R. 11764) 
introduced by you and Kr. Carter. 

We do have some reeervations ^bout some provisions ■ 
in the bill which, hopefully, might be reeolved through our di.cua.ione 
with you thie morning ♦ 

Ke are inclined toward strong support of H^R. 11764 
because/ fir the mosV- PVt,' it continues -nd reinforces the original 
intent of the developmental disabilities concept; 

• An example of this reinforcement is your new Section 

137 {b){3> on page 29 which strengthen* the 
Council's' role in prior review of other state 
,,lana that have responsibility to persons who , 
are developmentally flisabled^ . 

• Another example of your reinforcement of the original 

concept is Section 11 amending Cection 133 of the 
^ Act. paragraph (6) (on page 27 of the bill) r*»l«ting 
to professional as^sessment *nd evaluation systems. 
This will allow the Developmental Disabilities 
■\councils and University Affiliate*! Programs to 
work in real synchrony. 

, enccuraqinq your strengthening ct the 

" protection -.nd Advocacy system, which estabU.he. 
a. -Bin of Rlqhts- for Developmental Dlsabilitie. 
and a mechanism to implement it. 
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The' State mental health agencies see H.R. 11764 as 
•ubstexjtlally furthering the objectives of the original jJevelopmental 
Disabilities concept. ^ 

There are, however r^scxne rather radical and surprising 
departures fron the principles prppounded by this Subcommittee when it 
developed the original Act, and we are both concerne d about how or whyV^ 
th^se d^pj||tares originated and disturbe d over the possibility tha^ 
they will shatter the unique (and largely successffuy ^ "c oordinating and 
intluehcinq * nature of the present program (which is only now beginning 
to grow and eapture the isnagination of public and private leadership) . 



Before diseasing the section^of H.R. 1176 4 that*%iBturb8 
us^ let's, review what was the concept behind the original' acjb that came 
out Of thlSt committee in the 9ist Congress. 

;: ^ ^ . 

A principle on vhlch the original Developmental Disabiliti 
Act was structured was confidence that the diversity of the American 
system is one of its great strengths . 

Thus it w^^S' the assumption of this CommitVee, and the 
Congress and the many orginizations who helped fr^joe ana^'implement the* 
Developmental Disabilities Act, that services to the developraentally 
disabled ^^^^ best flourish througfi a system that took advantage of 
the sense of diversity and "encouraged flexibility in: 

• state planning 
^■Q m determination of priorities « 

* . • alloqation of resources 

<9 Options between implementing gap-filling liirect 
0 ^ services VS planning, coordinatinefi aftd influencing 

activities. 

• • * • \ ' ■ 

' We are now confronted with what must be considered, a 

rather radical departure from the original assumptions of this committee 
and the U.S*. Congress. 



" . . ■ ■' - ■ ¥ 

The state. govsmment nental health agencies are ^ 
especially coi^gerned aboat^'the change %n direction of philosophy' inheren€ 
in your OMndaent of Subsection (b) of Section 133, which adds a newfy ^ 
"[4)' Pr<^sion of Plj^ority Sergdcei " {^^9 t247 line 20 ofHB.R. 11764).* 



provii^oni^' starting 



We respectfully vecpmend that this 
on page 24, line 2J0 and go'ing through ltne^6 on pag^26> be stric)ccn 
■ fro« the till. (Als<^ to be dele^^di the s^tion defining -Pribftty Services 
■ . starting on"^p. 5, ]^ne 15 ^hru line 8 on P7 ^ 

^The states Ifed territories represent disparate conditions 
; * ■ ■ 10' 4 ' 

and needs for ^rvipei. n * . ^ • >!► 

Federal legis^atiojj^ that woulf impose na^ional^prioritiei, 
set % eycentage for allasation ol resouijces, and mandate <J^ect services, ^ 
would ^es^^roy fTcxlbility-ai»d risk bl^ndin^ 'ythc states inappropriately*! ^ 
A sj^^alJyht-^acket. ^ 

;; ' Perhaps' I.*can best amplify -on our position by describing 

•inne 'of 'the^uctf ssful pione<fi;. efforts* under ^ur .owni DD sy8?:e#*:i?i v/fsconsin 
which most .lilcefy,wt»uld^9ver have occurred withoif;.%f stimulating Impetus *; 
from' the-iederar Developmental Disabilities Act. ■.;;•« . ^ 

|. ■ ^ *■ 

^ ^ In Wisconsin, coordination in |»on-traditional ways has 

convinced other public agenc/ies that they should be^ aware o^ , and involved, 
in, DD services within their pwn delivery systems. . 

\ .Through the activities of the Wisconsin DD Council signifi- 

V:an€ progtiess has been made , 

0' (1) in advocating legislative changes in: zoning? less ^ 
driving restrictions for persons with^^isabilitiesi * 
, ' ' traftepottation? lead content in ceramic glaze and 

.* genetic intervention 

r 

in influencing service dollars from H.U.D.; CETA; 
Transportation, etc. » ^. 



i 
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(3) In proaotiaq awareness of individuals who are 

develppMentally disabled and are caugbt-up in the 
crisdjial justice systea; an impact has been made 
.on the need for knowledge and sensitivity in the ■ 
courts, probation and parole and generic community 
services (including in-service-training and protection) 

U> in pronotinq within the Department of Natural Resources 
work sites and accessibility to the park system 

(5) in soisitlginq the community and professikials around 
the specific needs of minority persons \«hc/^ are 
developnentally disabled ' 



Those 5 examples of the types of progress made tn Wisconsin, 
Mr. Chairman r are typical of ntost of the states. 

Those examples are essentially what much of the 00 Act is 

about. 

■ . - . it 

It is about flexibility in planning, priority-setting, 
resource allocation and options to provide direct services or provide 
coordination and influencing of services. 

tffa feel that your new Section on page 24 t "Provision of 
Priority Services'* r changes the whole nature and thrust of the original 
concept ♦ ■ 

' For this reason we recommend its deletion from H.R. 11764. 

In considering our recommendation that the "Pric^rity Service^* 
section be deleted , the Subcommittee may want to review for background 
purposes several questions that should be satisfactorily attswered before 
final judgment on that Action is rendered. 



\ 
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^ There are five (5) question* the state govemient nental 

health agencies ttfemMlves do not have satisfactory answers for, and we, 
as TOch as we preJbstf^ou wilX be, are concerned about receiving adequate 
responses to theai. 

They ares 

> (1) On what basis was it determined that there should be 
a priority systen? 

• (2) How was it decided that there should be only four 
' priorities? 

O) How were the four priorities agreed upon? 

y ' (4) Was a needs assessment conducted?, . ^ 

(5) How was the decision arrived at to allocate orv^y to 

direct services opposed to using funds to impact ' 
on other resources? For example. Title XX, Title 
19, H.U.D,, Transportation, etc. / 
■ • • • /' 

in regard the -definition" issue, Mr. Chairman, we support 
^he definition in your bill. 

The impact of ^change in definition would require massive, 
revisions in states' legislation and would further require substantial 
increases in funding to meet the minimum needs of all persons ta^ included 
* in a new generic definition. 

• ^- ■ .. 

Clarification of ^her federal legislation would assist 
in providing services to other handicapping conditions ,• for eVample^. Title 
XX, for physically impaired. Many of ti^e'-JotW handicapping condition 
would require^special- services which areyaifferen^.from those rendered to 
per Ans who are developmentally disabled. 
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In •un««tion, Mr, Charlaum, the -state government xaental 
health agencies support your effort* to extend and improve the federal 
Ocvelopa^ntal Dieabilitiee program, and we conaoend you and Mr. Carter and 
this SubcoMBittee for your extraordinary achievements on behalf of the 
nentally disabled, 

We strongly recommend that the section on "provision 6f 
Priority Services- be removed from the bill as destructive of the spirit 
and intent of your original legislation. ^ 

Otherwise we endorse H.R. 11764. 

Thank you Mr. Chariman for your courtesy in hearing us today. 
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Mr. Rogers. Thank you, Dr. Ganser, for a helpful statement. 
* Ms. WnTEXMYER. I think one of the things that Dr. Ganser sug- 
gested is that Wisconsin is one of 'the States putting: 100 percent of 
their Federal dollars in planning and coordination activities. Some of 
the unique kinds of things is some dollars that were gotten from the 
whole sale tax /credit program for people living in group homes, 
which is around $100,000 for the firs^ try. • . . 

Another area is in the division tf correction funding positions to 
look at the correction s^-stem. doing inserviro training for the staff, 
tryi^jg to look at the kind of residential facilities for those people, 
what kind of protection needed within the correction system to pro- 
tect developmentally disabled from other people in the s>stem. We do 
have lots of examples. 

Mr.. Rogers. Thank you. 

Mr. Schnibbe, do you want to make a comment ? 

Mr. Schnibbe. I do not think I have any comniont after which I 
will proceed to talk for 10 minutes. 

No, I think I would want to emphasize to you that Dr. Ganser s 
staieinont is in the process of^ein<r floarod by the Governors. T cannot 
say right now that the National Govorners Association totally en- 
dorses it. but they are in the process of revii^wing it and I hope in the 
course of the next fowTla'ys I can siiy to yon it lias been cleared by the 
Governors. We are speaking for the Governors Association. , • 

We reemphasize the fact that the State mental health agencies have 
admini.strative responsibilities for 50 percent of the MR beds,, plus 
22 of the States have the DD program lodged .in those agencies. " 

So. what you are hearing today is a rather emphatic statement of a 
continuing and there is almost uiianiniity iiinong the people who have 
cooperated in. the development of this statement.' unanimity in sup- 
port of maintaining the progfain the way^ou originally tonceived 
it when it first came along. > , 

What you are proposing now in your bill.' of course, is a radical 
change in the nature. The nature of* the thing is to generate services 
and fund programs through a relatively inodest amount of money. 

A number of mental health commissioners have said t<V ine maybe 
we could buy this prioritv services thing if ^Ir. Rogers, Senator 
Kennedy, and the Congress would increase the funding about 10 
times. Then you have money to put into services. But without that 
kind of increase in appropriations, which you peoyle are not ready tc 
advocate. I suppo-se. then this kind of program. that you originally 
came up with, which is to use these resources and develop other re- 
sources around the state the way Wisconsin has done, 'the way a 
number of states have done., t hrotigh olliei* Federal programs, other 
State programs, is the most effective way to run this program. 

So, I think unless there is a substantial increase in funding for 
.service, then this program is going to fail. This is the message wc 
' get from the States. 

Mr. Rogers. Thank you. 
Dr. Carter? 

Mr. CAnTEH. Thank von. ^\\\ (liairnuiii. 
. I was -particularly* impressed. I)r. Ganser. with your statement 
that you have gone *into.the prison' system to find wliat mental dis- 
abilities cause people to be there. ^ 
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Dr. Ganser, Yes. 

Mr. Carter. I want to compliment you on that. Wht did you find? 

Dr. Gakser. When we started this"^ the prison system, the correc- 
tions system, stated as a matter of fact that they did not have any 
developmentally disabled people in their system because they would 
have been ruled out at the tim^^f the court hearing as being noncom- 
.petent. I think that was abouHrhe level of their understanding of 
developmejital disabilities, thS|k|^did not realize that they had 
many people within the Sj^steni^o" were developmentally disabled 
and were either in local ]ails or were receiving services in a State 
correctional institution. They have now gone thrpugh a process of 
identifying the developmentally disabled in the prison system and are 
just now at the point of attempting to design specific programs for 
them so thej can keep those mdividuals closer together and have 
special training prc^rams more suitable to their needs. 

Mr. Carter. There is one portion of the bill with which I believe 
you are in disagreement would like us to delete, starting, on page 24, 
line 20. • 

Dr. Gan'ser. Right. 

Mr. Carter. Why would you want that deleted ? 

Dr. Ganseh. We would like to see that deleted beranse thiit is the 
part that has to do with the defining bf priority services and also that 
.has to do with the percentages of money designated for service. 

We think that those should be left flexible for the States to operate 
■ as they set their priorities. 

Mr. Carter. I think the Chairman will agree that we have tried 
it both ways, by the block grant method and by the categorical grant 
method. Whichever way we tried, the State people come back and 
ask for the otherl 

Is that correct, Mr. Chairman ? 

Mr. Rogers. That is right. - ^ 

Mr. SciiNiBBE. Dr. Carter, what we are asking for is that the pro- 
gram be maintained the way it was originally conceived by your Cpni- ' 
niittee because we do hot think the program has failed.- We think it ia 
succeeding all alori«r. Now this is a new switch. •* / " . ' r 

- Wo are not asking' for anytlving new. We are not asking you to 
change 'anything. You are the ones who are proposing to cnang;^ it". 
We are saying jrive it a chance boraiise it is a jrood |5rbgram. ' * ^' 

Mr. Carter. Thank you. I think it if; a good program too. I have 
strongly supported it. My name is on it with the chairman'^?. , ' , ^ . 

Mr. Ro(>lqfc. I think pn this point, as I undei?stnnd rt, Dr» Oanser 
, wants a lO^ercent flexibility on spending of funds^T^Wnyssjoner 
Thome said hi* saw the need for the establishment«of prio^-ities ^nd 
maybe the requirement to go beyond planning to services. ? « * 

Mr. TnoRXE. If you will look at what has happened thTOughgut 
the country there lias been great disenchnntment wifh the deTelop- 
mental disability progrant from the point of \ ir'w gf ^nental reta;'da- 
tion and State people responsible for operating the program^ . 

The disenchantment has hot conu' at^all from the lack of interest 
and lack of involvement of peonN'. AVhat it has come from" is the fact 
that you simply caimot appro?', a problem froiii a shot glui' approach 
and be able to really solvt* u Yaw have to try td ck^ine whati VOilr 
goals are. . ^ ' ' . 
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As long as you know you have'limited resources, funds, and as long 
as you understand what the political scene is and the whole business 
of transition of power from one administration to the other, you have 
to get as much done as you possibly can within the time you have-and 
you should not plan beyond your capability of seeing it through. 

If you can focus on or -put your efforts in that area and if the 
country in terms of this field can select some specific areas to focus 
on, I think we can benefit the developmentally disabled much more 
by the revelations we will receive from other States'looking into the 
same set of problems. 

Thus, we will really have something to hang our hat on rather 
than a whole, proliferation of suggestions and plans and so forth that 
no one can put together into any inoaningful continuity^ 

Mr. Rogers. Is it time now to begin to think more in terms of 
implementing the plan rather than simply continuing to develop 
plans? . 

Dr. Ganser. I understand very much the kind of observation that 
Mr. Thome has made. I have a very capable young man who worked 
for me, who has direct responsibility for the dGV^lopment of direct 
service programs for the developmentally disabled. He is impatient 
with the fact that money is used to get title XX money to do other 
things l>ocause it means that some flexible money that would be* in 
his program is not available to him. : ' • • ^ • i 

My own responsibilities are such that I have responsibility for title 
XX, SSI outreach for youngsters, a number of other responsibilities. 
It seems to me that the real hrancliing out and the growth of pro- 
grams for the dfevelopmentally disabled need to be in those areas in 
addition to the specific services to the developmentally disabled or 
mentally retarded. » * . • 

I think the pavoffi/ from the developmental disabilities' legislation 
js just coming the^gh there. I think we do need more money for 
service. We always need more money for service. We will never get 

enough. / . 

In Wisconsin we are usually thinking of between $30. and $4C 
million of direct general purpose revenue 'going into services to the 
•developmentally disabled, about $35 'million of title IXX money 
$J2.5 jnillion of title XX money, and $8 to $10 million of SSI money 
" going into services in group homes. 

If we were to add this $600,000 of money from this legislation,^ it 
Nwoul^ lose its effectiveness in getting those other services bought in 
' \Mr^^BoGERS. Thank you. Now let me ask you this. / r ^ 
tDo you believe that the State councils should have the responsi- 
bility iot' plans and setting priorities or should it be the / 

^ f t>v. GA^'stJi. It is my opinion that State councils should hav^ the 
respbnsib^lty for setting the prioritie&^and should be the majoif de- 
sijgper of t}1i^3t^^t^ plan. • 

.^Ov^r.' RoQEP^^ D<Q-^vou share that view. Mr. Thome ? 
' -Vitfr: T^^oitN^E. t 'f\vould not share that exactlt. I think certainly ir 
> tefiriisv.of -^^^^^ legislation, that ought to be very defiiiiteh 

:->A&te(l;*C^^^ hassle over that, who is what, i nd J 

'■'tS'iJTTj^-^ilm^^^^^ problems that emerged over that question 

-i' - It^tJepeiid^^^^^^^ how broadly vou define the problem. 
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do not believe that planning rests with any specific body in Govern- 
ment I/think that planning around sortie specific areas as outlined 
. in the proposed legislation could be something that the council could 
put its teeth into. 

But their finding is not going to stop, for example, my agency 
irom planning because by statute we have responsibility for plan- 
* ning. Nor would it stop tie other departments of the State that are 
deiuing also with the developmentally disabled. 

Coordination of planning mi^t be a very important function of 
the council whereby those plans that are developed by various agen- 
cies, if the council could help pull those together 

Mr. Rogers. Should they nave approval or disapproval ? 

Mr. Thorne. I think they should half signoff, but I do not think 
it should be totally with them. It should a partnership relation. 

One of the real things we have to work for is bringing the con- 
.sumer and the "bureaucracy" together. Now, if^we give one full 
: notion or the other, we are not going to bring theni together that way. 
^ have to fiAd a way of makmg a team out of this. I think that is 
fel^ important if the legislation can focus on the team effort, joint 
responsibility. - " 

Ms. WrrTENMYER. I concur that is what the coimcil is, that is, 
bringing together the agencies and provider, consumer and the parent 
and they should be the priority maker because their role is coor- 
•dination with all the other plans, 

Mr. ScHNiBBE. Isn't that what you do in Wisconsin? In many of 
our States where the mental health department is involved, this is 
what happens, what Commissioner Thome is saying is what happens. 

Mr.iRooERS. Dr. Carter ? 

Mr/ Carter. I just want to say this, Mr. Chairman,: Actually, of all 
our mental health programs, this is the most effective of all. We have 
comprehensive mental health programs of course, for alcoholics, for 
the mentally disturbed and for drug abusers. I regret that I do not 
see the effectivenesss in those areas, not nearly so as in this program. 
It has been extremely helpful. ^ 

Mr. ScHNiBBE. Because those other programs are direct services 
and you have all kinds of direct service problems in there, unless. 
Congress is willing to put a half billion dollars in; the sums are 
never sufficient. 

With this program, with the limited amount of money it is a 
coordinating and influencing program that coordinates other 'pro- 
grams that brings them into the system. 

Mr. Carter. I should say on this that we -do not have nearly as 
much funding as we should. In other programs we have a lot mdte 
money. 

Mr. ScHNiBBi;. More headaches. 
Mr. Carter. Yes, I regret to say this., 
Mr. Rogers. Ms. Wittenmyer? 

Ms. WrrTENMYER. On the comment about our corrections system, 
our preliminary reports are showing about 10 percent of the adults 
in the State correctional facilities are developmentally disabled and 
between 12 and 15 percent of the juveniles. That is our preliminary 
finding at this point. So it is not a large percent, but it is people who 
need to have attention^ 
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Mr Caetbh. If we could just find those children in our schools 
in the primary grades, we would be doing something to prevent all 
of this. 

Ms. WrrniNMTEE. It is a very exciting area. 

Mr. Cabteh. I think it would be helpful. 

Mr. Gansek. I will leave a copy of this report. 
•Mr KocnsBS. That will be helpful. Thank you so much. 

Our next panel is Mr. Jon Bossman, the Governor s Commission 
on Advocacy for Persons With Developmental Disabilities, Depart- 
ment of Administration; Mr. Stephen B. Schnorf, director of ad- 
' vocacy, Governor's Planning Council on Developmental Disabilities, 
Soringfield, 111.: Ms. Dayle Bebee, executive director. Advocacy, Inc., 
AHsti£, Tei.; and Mr. Ethan B.' Ellis, assistant project manager. 
Office of Advocacy for the Developmentally Disabled, irenton, IN.J. 

We welcome each of you to the committee. Youc statements will 
be made a part of the record in full. We will ask you to try to observe 
as much constraint in your testimony as far as time goes and you 
may proceed. 

STATEMENTS OF ETHAN B. EIIJS, ON BEHALF OF STANLEY C. 
VAN NESS, PTIBnC ADVOCATE, STATE OF NEW JEESEY; JON 
EOSSMAN, DIEECTOR, GOVEENOR'S COMMISSION ON ADVOCACY 
FOR PERSONS WITH DEVELOPMENTAi DISABILITIES, FLOEIDA; 
DAYLE BEBEE, EXECUTIVE DIRECTOE, ADVOCACY, INC.; AND 
STEPHEN B. SCHNORF, EXECUTIVE DIRECTOR, ILUNOIS DEVEL- 
OPMENTAL DISABILITIES ADVOCACY AUTHORITY 

Mr. Ellis. It is a pleasure to appear before you on behalf of Stan- 
V lev C. Van Ness, public advocate of the State of New Jersey, to 
' support H.K. 11764. Before I address tlie bill, let me briefly describe 
the history an^ accomplishments of Ne\« Jersey's ProtectiMi and 
Advocacy System' for Developmentally Disable Individuals. 

We began our program on December 12, 19(6, when Governor 
Byrne approved our plan. ia „* *i,„o. 

Since tlien. we have handled over 300 cases. I>ess than 10 of these 
have required litigation for Successful resolution. One, known as ir 
the Matter of C.S." is currently befoi* the New Jersev Supreme 
Court. It is the first- right-to-treatment case btoUght on behalf of 8 
mentally retared citizen in our State. In it. we are asking the court t( 
find that individuals residing in inktitutions for the mentally re; 
tarded are entitled to a periodic judical review of their status anc 

treatment. . , ■ n ■ ■ j „„v 

We have assisted the parents of 40 neurologically impaired an( 
multiply handicapped children in convincing their country govern 
ment to create a comprehensive special education system for all phy 
sically and mentally handicapped Btudents in that country. That sys 
tern will serve 150 children this fall ivnd«500 next year. 

We are currently assisting the Stdteiivil service commission in- th 
revision of its regulations so as to ifssure the recruitment and hirm] 
of more disabled employees. The cpmmission has already created on 
special job title for the mentall.^ handicapped and is preparing t 
rwomniend a- statute to our State legislature which would allow i 



to create other jcro titles for which it could specifically recruit per- 
sons with mental retardation. \ 

We received three additional Federal grants with the generous 
support and -assistance of our New Jersey congressional delegation. 
That has allowed us to review the Staters efforts at deinstitutionaliza- 
tion and provide assistance for the clients of the State's division of 
vocational rehabilitation. We are enthusiastic about our program. 
We are very proud of its accomplishments, and yet we have a long 
way to go. As our efforts become more widely publicized, the number 
of referrals we receive increases geometrically. 

We servBd 200 people in our first year, and have served 100 in the 
first 3 moiftbs of this year. We believe that will continue to grow at 
that rate. The legislation you are considering today will help us 
greatly. 4 

It authorizes funds wliich, if appropriated, would assure an or- 
derly expansion of our capabilities to meet an expanding need. This 
is important, the need exists, and we musi^grow to meet it. However, 
it is equally important that our growth be 'orderly, and well con- 
sidered. Too often Federal programs, having met with a clearly 
defined need, are expanded t^ quickly to me&t other needs -which are 
less clearly perceived. • 

I should say parenthetically I was in the OEO programs in the 
sixties, and saw what happened on a grand scale, and I tell you, we 
tried to do tp6 much too soon with too little, and we were all too 
late in the end, I guess, to fill that cliche out. 

The le^slation that you introduced and Dr. Carter cosponsored 
avoids this pitfall.' Not only does it provide for an orderly expan- 
sion, but also requires an ongoing evahiation of the programs it sup- 
ports, and of the needs of the people they are designed to serve. The* 
legislation does several other things which give vital support to our' 
efforts. 4. " t j - 

It retains the concept of developmental disabilities as a valid prin- 
cipal around which to organize services for a vulnerable population 
wnose special needs have often been neglected. It extends Ihe life of 
the State DD plannijig councils and UAF's. Others who appear be- 
fore you today and yesterday have explained the value of these pro- ^ 
grams far more cogently and in more detail than I can or will. Let ' 
me say only this. If •comprehensive •coordinated services are to exist, 
for developmentally disabled indi\^iduals and if trained staff are 
rinavailable to provide them, advocacy on behalf of the people who 
need them will be that much more difficult. Except for the provision 
increasing the authorization for the advocacy systems, most of the 
changes this legislation brings about will have a more direct impact 
on the councils and on the UAF's than they will on us. 

In these issues, we are merely interested spectators. We are quite 
interested, but we have been watching for S days now. 

I for one would prefer to sit in the stands when these issues are si 
debated i^nd root for you to decide tKem wisely in a manner that is - 
" greatest benefit to the developmentally disabled, and I judge by what 
you have done so far that you will. 

There ape two issues ^hic^ must address, however, one because 
itj^siptpre directly affects the Fr& A. systems than may be appaitent, 
fjjjSa^^'e other because the chairman has invited our comments. 1 
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Thre provision which restricts the amount o(f *^ources a State 
council may devote to planmng and limits to f6urM:he service areas 
dn w&ich it may 'expend it^pmaining funds bothers us. We do not 
disagree wth the contept inpriifciple. However, advocacy is not one 
of th^ designated ser\dces, and 35 of the P. & A', systems now receive 
fundg from these councils. ... 

We are not suggesting that this ig something tliat should be man- 
dated, but we do suggest tli(it this is an option that might be kept 
available to the States, They may not want tb fiirtd us directly, but 
they might want to fund related advocacy programs, ^Vhen you in- 
troduced this bill, Chairman Rogers, you invited comments on the 
review, of the definition authorized in the previj^us legislation. This 
will not affect our programC^^ New Jersey very directly, so I would 
prefer you listen to other foln^who do hate an opinion there. 

Tfiere is, hjwever a relat^Kssiie* which is no4 directly before you, 
but which soon will be, Senati)r Jennings Randolph, in S.2!?)00, is 
recommending the repeal of Public Law 9-4-103, and would sub- 
stitute the severely handicapped for the developmentally disabled as 
the populatio/i we should serve. 

I 'know tk^t this concerns most of you. We haVe had questions 
from our CoTigresspeople back in New Jersey about it. It concerns 
us a great deal, Le't me address those conc^rns now, 
' First, let me make it very clear that w? Oppose. the repeal of Pub- 
lic Law 94-103, Over the hist 7 years, the devolppmentally disabled 
have benefitted greatly from the' programs ^stahlislied in the initial 
DD legislation, and continued, and . improved in Public Law 94-103t 
Until the unique needs of this vulnernhlo population are mety.the 
developmentally disaUed- require the special attention of this Con- 
gress. The issue of standing the constituency of the P, & A; systg^^ns 
is more complex. Philosophically -and politically, we do not oppose 

'^ Tn New Jersey, the Department of the Puhli^dvocate was founded 
oh the proposition that all citizens may require someone with au- 
thority to. s^eak on their behalf at one time or another. Disabled or 
not, we are not competent always to defend ourselves in the face ol 
the bureaucracy which was created in order to deliver services we all 

need. . 

However, the time for such an expansion haft not yet come. Most 
of the P. & A, systems are less than 1 year old. They are just begin- 
ning to demonstrate their ability to serve the developmentally dis- 
abled. Thirty-five of them arc'estahlished as private, nonprofit cor 
porations with boards of directors which reflect their, current DE 
clientele. To require them to reorganize so abruptly, so early in then 
organizational lives will disrupt the orderly delivery of the-advocacj 
services they are just beginning to provide so effectivelyi The timi 
for such an expansion will come, perhaps toward the end of the lif( 
of this legislation. , , , o r^n^. 

When it does, that expansion should be adkkiuately funded, b. 260( 
authorizes no more funds to serve a great lytexpanded .clientele thai 
H,R* 11764 does for fiscal year 1980, Such an expansion also shouU 
be very carefully planned. There are a variety of protection system: 
for the disabled' now in place, some of them generated by the Rehal 



Act of 19737'and I think in order to develp a system for a broady 
constituency^ that fact should be taken into account, and a svsten^ 
should be designed' thaj is coordinated with the other efforts gen- 
' erated by Federal legislation to protect this expanded clientele. • 
Finally,. the needs of the deyelopinentally .disabled for advocacy 
services should be expHcity recogrnized. It 1ms been argued that the 
developmentally disabled have this greater ne^d because they cannot 
speak on thei r own b ehalf. This is true. However, it is an even mor^ 
persuasive argument which is lesg commonly nuule, perhap.^ because 
what it*says about'tlie rest of u,s by iuiplicutlon/otherj? us. It is tJiis.. 
Because there are deficits in intellect or coiuiwlTUication. it is harder 
to represent the developmentally disabled and to advocate on their 

behalf. „ " ^ ^ ir 

Lawyer^" I haAO talke<l ta— and I am not an attomey inyself— 
complain that vou have to make decisions -j;bout your clients that 
make you uncomfortable in 'that profession, and they suggest that if 
Mtc had a choice between repreKeuting a client who could make their 
'-^eeds known easilv and representing this population, their tendency 
and their desire \vould be to represent those who were not. develop- 
mentally disabled. - i i - i t 

In closing, let me commend the sponsors of the legislation for in- 
troducing it, and the subcouuiiittee for acting on It.sb ^)romptl^-.. 
Thank you. ^ *. 

[Testimony. resumes oh p. 4r)3.] • . ' . , 

I Mr. Ellis prepared statement follows*:] 
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Mr. Chairman and'Mcnbers of the- Consnlccee, it Is-a plenstire to 
appear before you onvbehalf ofc Stanley C. Van Ness, Public Advocacr of the 
Scace of New Jersey, to support H.R. 11764. Before I address Che bill, let , 
me briefly describe the h^tdry and accotuplishmertt}? of New Jersey's Protection 
and Advocacy System. for developmentally disabled Individuals. ■ 

On the advltfe of the New Jrtsey DD Planning Coun^r-11, Governor ■% 
Brendan ^yrne ordered that our . ptogram be established In the Department of 
the Public Advocate. (This cabinet-level agency Is unique to New'Tersev, It « 
was created to protect tHe Interests of private citizens in the lact' of/.a 
growing bureaucracy. The Public. Advocate is empowered to bring legal tion * 

• against other cabinet officers when thestf. interests are jeopardized or 
neglected and no other course of action proves ef fee Li ve . ) The Office of 
Advocacy for the Developnentaliy Dlsabl ed' was formally opened on Dccer.ber 12, 
1976, when the C.overnor approved its first State Plan. 

Since tben, we have handled over ;<04) cases- Less than t«.n oi these 
have required litigation for successful resolution- One, ^ known ns I n the 
Matter of C. S . , • is'r currer\t 1 v before the New Jersey Supremo Court, It is tlie 

' first right-to-treatnent case brought on behalf of a mentally rot-irHnd citizen 
inour State. In it, we ^re asking^thc Court to find that individuals 
residing in Institutions for the mentally retarded are entitled to a periodic 
judicial review of their status and treatment- . , * 

We have* ass ist ed the parents of forty ncurol og i rail y l.T.palred -ind 

■ ■ * , " ^ 
multiply h.'indlrapped cJi^Ldren. in convincing t hf« i r Kreeholdt-r !; to rr..ue a 

comprehensive special education system for' iill phvsically and mentally 



■ hVnd,5kpped Students in t^r county. -^.is «yste- wiU »e.ve 150 chUd.en ^ 
thl» £«U. That number win" exceed 500 next year. ^ K. ^ ^ 

We are currently a88^.1n| the .State CLvll Service Commlss'gi. In^ 
the revision of it. regulatlon^o a. to assure the recruitment and hlrlng^';^ ■ 

■ .of more disabled e»ployees._*u'i,.s'''alteady.created one special Job "^-^^ ' 

for thp men&ily handicapped^. It Is pr^rlng to reco«.end , statute to M ^ ^ 
' State leglsl'atJV^whicW^ld allow It to crejgM ot,.er -lob title, for *c.. ^ . 
lAou)^ specl£l^^tly-*«mlt persons with mental retardot^lon. ' _ 

• WUh the support of tWee addlSinol grants f^rom' various Federal _^ 
o«ices obtaSed wlth'^the generous help and encouragement of members o(^he ^; 
New Jersey C^pgresslonal' delegation, our staff has expanded f'?om three to ^ 4 

Vne prVre^llal emplpytFe*:-?^. ^ enibled us to^monUor -the Srat.'s ' 

" efforts to seek ,es/restrlct IvV^omniuHity H-emcnts for Individuals currently 
, residing in Institutions for «,e\ntaUy retarded. With this additional^- 

*■ ^ ' * " , ,1 i»„r= nf tJie sibte Division of Vocational 

staff, we are also able to assure clients ot W.e !>»ic:e u ^ ^ 

Rehabilitation that they receive adequate and appropriate services. 

^ . We are enthusiastic abo'ut our pro|r.-„n. ,Ue are very proW of^jlts'^ 

accompl-ishmcots. And yet. have barely scratched th. surf acd:4\. As 'S.r^. ^ 

■ efforts become mor« widely pubUclzeJl, the rtumber of ''referrals we r^eivj^ , 
increases geometrical ly. . We re-^^onded to 200 tses Inst year; wft.h.-.v^eadv 
responded to more 'than UJO In ^ tlrsfc three months of this ye^ar.,.. ^ „ 

"■ The legislation you are considering today. H.R. 1176?. would rtelp-^ ^ 

f ' -us greatly. It authorizes funds «hl^. t^pproprlatcd. would^assur. an 

'orderly expansion of our ca'pablUtles t«eet en^expa„dlng need. This ls^>r 
important. The need exists and we^mu?t g.ow to .eer it. However, it is . . 
equally Important tiat our g?Wh .Is .«^y and well considered. Too often. 



Federal programs, having net a clearly defined need, are expanded too quic^^ 
to meet other t)eed» which are leas clearly perceived. As a result, their ^^^^ 
initial benefits are diminished or destroyed and clients, service providers, 
and legislators alike become disillusioned with them. 

The legislation inlf^oduced by Mr. Rogers and cosponsored by 
Tlr. Carter avoids fhis pitfall^ Not only does ifc provide for an orderly 
expansion, it also requires an>^going evaluation of the programs it supports 
and the nee^ of the people they are designed to serve. 



This legislation dpas several other things which give vital support 
O • • ,. ■ ^ ^ 

to our efforts. It 'xf^'t&ins the concept of deveToppental disabilities as a 

a 

valid principle around which to organize s,ervices for a vulnerable population 
whose special needs have often been neglected. , 

V It extends the life of state DD Planninfif Councils to coordinate 
existing services for this population and to plan for ard implea^nt the more 
comprehensive service network they niSed. It continues funding*for University 
Affiliated Pcqgrams to research the causes of developmental diuab;! 1 i t ic^ , to 
develop techniques for their treanncnt. and to provide training to staff 

■in the use of these treatment techniques. 

Others who have appa^ired before you yesterday and tod.iy have 
e^laitied the value of state DD Planning Councils and University Af 64 Hated 
Programs more cbgently and in more detail than I "jj^ * ^ "^^^ only this: y 

I£ con^rehensive, coordinated services do not exist for development ally disabled 
individuals and if trained staff are unavailable t^p provide t,hcm, our advocacy 
on behalf of people who aoed them will be tl) at much more difficult. 

•*txcept for the provision increasing the .luthorirat ion .f or the ^ 
protection ao^ advocacy systeii;^, mos^ of the changes this legislaLion would 
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bring about will have a .or. direct Impac^ on the DD Planning Councils and , ' 
on UnWersUT Affiliated Progr.-s than "they will on us. On these Issues, we 
.„ merely Interested spectators. . I .• for one. would pref er to sU In the 
stands When these Issues are debated and root for you to decide then wisely 
in . nanner which Is of greatest benefit to develop.entally disabled persons. 

There are two Issues which 1 n.ust. addreB,,. however: one. because 
it «,re.dlrectly affects P.A Systems than .ay be apparent; the other^ bejause 
the Chairman has Invited our comments. • 

The provision which restricts the amount of resources a St3Le , ^ 
council may devote to planning and limits to four the service ar.as -n whT^h ' 
U may expand Its remaining f u,d. bothJv/uB. '^fWno, disagree w,lt:, thl| ^ 
concept;ln principle. Howler, adv.c,^ is not 'on^ of the deslgn.t^ services 
in Ne: Lsey. w. have e^-Joyed the benef.lt of" /sizeable grant fro™ the State 
Councy and have undertilc^e« a "number, of Joint prolccts with it. It 1. cur 
understanding that(a similar relationship e^ts In mo.st of the otber states. 
Therefore, we rept>mmend that advocacy be /eluded as a flfth designated 
service area so that Councils can retain thelr'cpt ions to support either the 
P6A Systei^s themselves or 'other rel atgd' services . 

' When he Introduced H.R. 1.76.. Chairman Rogers invited conmjents on 
the^rev.ew of, the def in it Ion 'of develop.'enta. dl.sabUUy authorized in Public 
Ua„ 9.-103. Ul,ile the^hanges contained In the majority and minority report, 
^ the ABT Cocm-lssion will effect the providers of ^generic services and may 
* effect the other P6A Systems. , theV will not have a great impact on us In 

.i*.,. rK r this Jssvie vou hc guldcd bv the 
y New Jersey. Theret ore , , vp snggd^t th.it on this issue y 

fy FloriHi nUAnis, and Texas, and others who 
testimony of our^olleaKues from Florida, , . 

appear ^before you. 
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There Is, however, a relaCed Issue vhlch Is not directly before 

you now but soon will be. Senator Jennings Randolph, In S. 2600, Is recom- 

mending the repeal of Public Law 94-103 and would substitute the severely 

handicapped for the developmentally disabled as the populat Ion to be served 

by ^he PiA "Systetos. ^ 

i know that this Issue concerns most of you. Back home In New 

Jersey, Mr. Magulre's staff has begun to ask. some Insightful questions about 

its impact on the disabled QOsnaunlty. It concerns us, coo. Let me address 

those concerns directly. 

First, let me ifiake It vecy clear that we oppose the repeal of 

Public Law 94-103. Over the lastr seven years, the developmentally disabled 

have benefited greatly from the programs established in the Initial d£velop- 

atotal disabilities legislation and continued and improved by Public Law 

94-103. Until the unique needs of this vulnerable population axe met, the • 

developmentally disabled require the special attert^tion ot this Congress. 

-The issue of expanding the constituency of the P&A Systems is more 

9omplex. Philosophically and politically, we do not opposq^t. In New Jersey 

the Department of the Public Advocate was founded on fhe proposition that 

all citizens may require someone" with authority to spepik on their hehali at 

one time or another. • ' 

' . However, the Clme for'such an expansion has not yet come. Most of 

» 

the PiA Systems are less than a year, old. Thev are just heginnjfng to deoon- 
strate their ability to ^erve the developmentally disabled. Thirty-one ot 
them are established as private, nonprofit corporations with boards of 
dlret^rs which' reflect their current developcaentally disabled cli^-ntele. 
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To require them to reorgatrlze so abruptly so early in their organizational 
lives will disrupt the orderly delivery of the advocacy services they are 
Just beginning to provide 80 effectively. ^ 

The" time for such an expansion will come, perhaps , ^tovatfid tlie end. 

9 ■ \ ^ 

of the life of the legislation you are considering here today. When it does, 
that expansion should be adequately Jfunded. S. 2600 Authorizes no more funds 
* to serve a greatly expanded clientele tU^u H.R. 1176^1 does for fiscal year ^ 
1980. Such an expansion should also be planned for carefully. 

^ Finally, the greater need of "the developmentally disabled for 

advocacy services should be explicitly recognized. It b.ns been argued that 
the developmentally dUabled have this greater ^i^d because they cannot speak 
on. their own'. behalf. This Is true. However, there TS-S^T'e von more persuasive 
argument which Is less commonly made, perhaps because of what it says about • 
the rest of us. by Implication. It Is this. Because oi their deficits in 
intellect or communication, It is harder to represent tlu- developmentally 
disabled and^advocate on their be\alf. As a result, in uny expanded P&A System. 
■ thelf Interests will tend neglected. Theretore, onr pr e^r equi s i t e lor 

expandin'g the current P&A Systems must be the guarantee of -such servu:t^s to 
the devejopmentally disabled. 

In closing, let me commend the ppon.sdrs ot this legislation for 

Introducing it and the subcomni 1 1 ee for acting on. It so prompt'ly^. Thank you. 

4 
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Mr. Rogers. Thanli >;ou, Mr. Eili.^, for an excellent statement. We 
are very grateful to voii for being here. ^ j i 

Mr. Caktek. Mr/ Ghairmtin, before I go,; I would commend ^le 
gentleipan on His statement also. ^ a > 

STATEMENT OF JON ROSSMAN * 

Mr'. RosBMAX. My hame is Jon Rossman. T am the director of the 
Gov.erjior's Commission on Advocacy for Persons with Develop- 
m^ntM Disabilities for the State of Florida. 

Mr.^KpGERS. AVe ai:e glad to have you here from Florida. 
Mvi,Rosi53iA>'. I dm glad to be with you here. We st<nnd belnnd 
Mr;. Ellis's statement wholeheartedly, and would like to briefly, de- 
*6^rif?o*Cfur experience in inq7lementing the protec.tion advocacy sj^s- 
^^t4in',-*t^ i^nbnW'ute to you xvhy we are in s^upport of; House bill 
^ll^'64..7La'^efy%e^auw advocates for tjie developinentalh': d.is- ,^ 
'aX)Ied, ;W/e^l it is in their l)est interest- aiid then also -with the in--- ' 
(ere^ft the ..prot<>cti'on ^h(lvocacy-s^^^^ theiiiselves iix iliind, this." 
bJlL-cleates^^^nC^V^ wirivfery lit-tle changes, aiSd I nwi sure. ' 

we krcvncit thc.Rfefp^eopIe b iiv ^'uppcxTt of thskt kind . : 

<5 of legislation, v ; ; ;■ . ' , > • » * ; T * t • \ =^ 
, Seqtion rV13 > haji:;(?r.c^^ Florida to* 

ekpand its comiiut:h)ieot tp '.llv^ iHg\its bf -t'hc\xJe<^clopn\f^nt:any chs-/ 
. abled. T*he ipioridii fii*if ^Riglits of Retarded^PersoKs made Florida.^., . 
the first'Statc'in ith(^: J?ation t/) affirm the- right?>^f retarded mdivid- . 
uals. Addressing widespread .deprivi^iHoiis tl)af hj}d become conunoH'; \ 
• ^pradlice in: the instituHonfe,* the Frorid* of rights hold open tl^^* / 
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t3sv^s well. r ^ * • . ' 

ilnce 1975, c*ftizeu cojaniif^cii h?Lv'e been functioning under It'gis**; 
Jativp njandate tiiroil^dtAut tlife^ the epUre lj<3||i^. 

scrvicj|. deli\ 
Ire offr fi«5St 

level and ai-e suppoi'.^ ..-^^- 
rights advocacv eommi^te^^' \ • % V '>^r^- j-. . ' , . ' 

Our commission nii^tle up qf .W-C^Jj^n.l^^^^^^^^^ ' 
wiclo coinm1ftc^.-l^lus iin ndditionn^ of. in(liykljia:ls wV A^Pff'- ^ 

sent the cf^veio[went^\di$abili^^ i ^l/v 

naiiustratlveJegjJJiincl other appi'O , , ^ . v. . ^ 

* Until now, vi^latibns ,of- rights couKl'^e i^lbn.Ufie^l and p^^ 
to responsible ,,i|i^ibrit.iips, , but tliera wui^? >uq •ph'ice \t 
reniedies if il&imgeywa^ ilot ^raUiTtously /JoHhcOT 
suited in SjC>SP:^1^V mo towjvrd llojig^yatvge iiVprov^ 
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services t 

Whenf 
children 




fni't no. relief for 
^iiiP\yiTore.presontly.bnti 
rharg* 



i.a</iviani> Is- defied "b 
mtitled.-^ N^^yy , ' 




ii\nce iocs ta pat*ei>ts 
keppkd' ill to j^.einuul t 




: St{ito of fts rospoiisihilit y to provide free, appiojiriated ediieutioii to 
Jill eliijilivn' ineludiii'T ehildreii institutionalized in I'etardation fa- 
\.'ilities,,Mflien in order to eeononiize on a le^rislative mandate to pro- 
vide invrtluntary adniission.s to State retardation institutions, the 
State Sjj^ejrcy soup:lit to institute mass •rnardiansliii) proeeedin'^s in- 
stead oT pursuing the most eostly \"oluntary ]>ro('(Mlnres, Private law- 
yers witX tilt' support of the P. A. systeiM have liled suit to enjoiii 
that vSfate_ action. 

\\> 3)iive cases now which we are w(^rkin'r on, not necessarily 'in 
lit i •ration. inNohin^ the use* of st^cm^ psychotropic medications 
■whiclt Tuu^e hvvu achninistered to a PJ-ycar-old •rirl in a State in- 
j^titut^ojl .for [)inchin'r ot Ium* inst it ut ionali/(Ml residents, A\'e have 
anathey ruse involvinfr a doctor \\ho simjily refused to examine a 
seveiyly hiaiu danui'red child, and another case of a uiother who 
re-fuse? to he foi'c(»d to institutionalize hei* son. whom she knows she 
can rare, for at at houu*, if only the^ S(M'\ ices which arc* su])])osed to 
he ||r6vided do ijot fret fouled uj) in hureaurratic delay and disin- 
".tere'st, ' ' , 

c'have heen fortunate to have heen'ahle to mohilize existiu'j: re- 
ces in the State of Florida in addition to the human ri'j:hts ad* 
ac\v connuittees to handle many of these cases. Our strate'ry has 
bc^^n ea^Se-by-case referrals ancl bac kup assistance, AVe are pre] )a red to 
hirccoVinscd when necessary. Next mouth wc wili hrin'^ toiret her pub- 
fic defenders and le«ral s(M'vi<(^ attoi'neys from every program 
throughout tlie State for a sjuM-ial develoimient al disabilities law 
seminar. The Florida bar.' la rarely throu<:h the elforts of the P. A, 
sy.st;rrn; has demonstrated a very strf)n'r commituuMit by the establish- 
ment, of a bar committee on the le«ral riirhts of mentally disabled and 
by ii eonunitment to continuin'r le^al edu< at ion jiro^rams in this area. 
• Next year we anticipate to concentrate with ecpial intensity on 
•di?volopin«r and training non- lawyer- volunteer advocates. Finally," 
if'frnancial resonnM>s are inci'cas(Ml and become avaihible^to us, wo 
.nnist back up this entire system with rc'rional centers with full-time 
sta^ support. The presence of existing statewide groups has allowed 
P^brida to mobilize its protection advocacy system vcM'y (juickly at a' 
V^ry low cost, AVe still have not • hoseii to hir(va second professional, 
1 ^ni the gnly professional staff on the couunission, and we have 
held in reserve a sizable sum for liti^^ation expenses-, Ts-^nct, we have 
only drawn upon the fii*st quarter rif oui' F(Ml(M*ak'nppropi'iation, Yet 
this belies on impendin'r coufi'ontation with oui' limits, A\'e have 
de-liberately held back on widesi>read publicit;^ in order not to, raise 
too (piickly e^xpectations that we were not prepared jjfewieet wen with 
-a hiph perccntap:e of cases i-eferi-ed out to otluM' a<:(Mi^llf;, W^ii.re fiiul- 
iTi'p it more and nlore dillicult to follow up with the kind (ff backup 
support we woidd lilvc*to send alon*? with' a case befoi'o wt»- refer it, 

There is such an enormous variety of complex lefjal, social, med- 
ical, md economic problems involved in just- this DD population that 
each case virtually requires us to start from scratch. It is for that 
reason that at this stajre we are extremely concerned alx)ut expanding;: 
the definition beyond our capabilities, 

^ Every month, we have seen an increased number of cases referred 
to ns. Even if we could keep up with just th(^ back-up as^stance^ 
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there is a limit td the number of DD cases outside systems can ab- 
sorb. What we still have no way of knowing is, if our training and 
development of nonlawyer advocates will relieve this burden or 
simply increase the number of cases which are identified as requiring 
the help of attorneys. 

In addition, we know that there are major systonnvide issues that 
we -will haye to address -directly ourselves. If wo began an extensive 
Jnviest'igation on jilst one of these issues, we will very quickly exhaust 
all our fiscal resources arid leave very little time for anything else. 

H.R. 11764 provides us an opportiinitv tx) build on our experiences. 
Perhaps our largest source of expertise in dealing with the. problems 
of the handicapped in education, habilitiition, and institutions in the 
community i^ emerging out of the experience of these protection and 
advocacy sy4:ems. at least those systems that have had an oppor- 
tunity because of tlie level of their funding to begin to deal with 
individual problems. A vast majority of tlie protect ion*' advocacy 
systems in our region, in Kentucky. Tennessee. Jlississippi, Alabama, 
South Carolina, simply havti not been able to gear up to the kind of 
involvement we have done in Florida. We need to bring all States 
at least to that level. 

In many respects, the P. & A. systems are like.the first airplane. 
If everyone who' wanted to get a ride climbed on after the first flight, 
it wouid have never gotten off the ground again. Today, we^have 
trans-Atlantic transports and s« forth. Tlie P. & A. system is a ]1roto- 
type of perhaps the most innovative ccuicept in Federal legislation. 
It provides grassroots accountability for Federal programs and pol- 
icies. We are very niucli in support and very grateful for this com-^ 
mittee's efforts in givyig us a change to get off the ground. Thank 
you. 

Mr. Rogers. Thank you very much. Mr. Kossman. for an excellent 
statement. ' ^ 

Als. Bebee ? • 

STATEMENT OF DAYLE BEBEE 

IMs. H>:bk.k. Mr. Chainnnn. my n;imc is Dcylc Bi*1h*c. 1 :nn an attor- 
ney and the exeo\itive director' of Ai'lvocacy. Inc. It is my pleasuvc 
to speak to yon today in support of U.K. 11T()4. 

Advocacy, Inc., is a nonprofit organization that is implementing a 
• protection and advocacy .system for the devclopmcntally .drsai)led in 
Texas. Governor Briscoe designated the .State Bar of Texas, which 
had been thle^lanning agency, to i)o responsible for the protection 
and advocacy system. The State Bar contracted with Ach^CHiacy, Inc. 
to actually implement the system. The corporation was created and 
chartered for the sole purpose of inq")lementin*r tho State P. & A. 
system. The cprporation and the advocacy systeWi have been in exi.^ 
ence since October 1, 1077, with a staff of five attorneys and one non- 
attorney position. ^ 

We have an independent. M-mcmber hoard of (lirect^)rs. wijh thQ 
members appointed according to our hylaws in this maimer: C by 
tlxe State Bar of Texas, J by eacli of the four iStatc-consumer organi- 
zations, and 1 from our State Dlf planning council. The board deter- 
mines our operating policies and helps us set our goals and priorities 
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for the advocacy system; Wo arc totally ftiiulod by HEW funds, with ' 
a total appropriation of $155,000. T boliovo T cjin trntlifully siiy that 
we have i)ecoine the source of technical (^xperf^sc in our State infill 
the laws relating to the le^jal rights of the handicapped. All of the 
State agencies providing human services in Texp.s contact ns a!ul ^ 
refer persons to ns with those kinds of <iu(\stions. 

Our staff of five attorneys deliver direct services to the 1)D popula- 
tion and the service providers in th(**se ways. 1 would lihe to nienfion 
to yon also that since October 1, (> niontlis ago. we havejinndled a 
total o{^'^i} contacts in our State. This is approximately five contacts 
per working day. and as Ethan mentioned to you.J'he number of 
contacts is rising geometrically. There has be(Mi alm6>t a liOO-perc^nt 
increase between last (luarter aiul this (juartcM'. Thv three romi)oiu'nts 
of our protection and advocacy system are, (ii'.st, (nlnraticiin und^ rain- 
ing. We are doing the res(^areh. and studying all of thv new Federal 
and State laws, rublir Law 1-j the KVhabilitat ion Act. and other 
legislation. We are devi^loping written handout maliM ials that we (\in 
then use in (^lucation and training scissions. Sinc(^ w(» b(>gan. ^^■(» have 
held over '^fi education and training sessions. liiul W(> ha\e reached 
an audience of o\'er 4.500 p(Miple. Our second couiponent is systems 
advocacy. In Texas. 1 served with a connnittee that wi'ot(» the >ren- 
tallv Kctarded Persons Act. whicli brought Texas into Viiw with 
Florida in recognizing the legal rights of thv n'lentally retarded. 
We have a new limited guardianship statute in Texas for the men- 
tally retarded. We have been working v(M y closcdy with our. State 
mental health, mental retaHation department in ini])lement ing that 
new legislation and in doing exteusiv(» r(»\i(»w and counncMit and 
working on task forces that write* the rnh^s and regulations under 
both thd^acts. ' 

We are extensively involved in our State in seeing to the imple- 
mentation of Public Law oi-14*J. AVe are working \rvy closely wifli 
our State education agiMicy in raising issues about our State plan' for 
.special education, and in s(»eing to it that handicapped children are 
given the education t hat t h(\v (l(*serv(\ . 

.We arc also planning tr> hold a statewide* conf(M(*nc(* on how to 
implement 50:^ and 504 of the Vocational lAchabill a1 ion Act by 
brhiging in experts on how to come into t'oniprbiuM* with tho.se new 
provisions', i 

Oil" third cbmponeTrt^is legal aiul protective advocacy. AVe have a 
toll-'freelneoHiing WATS line when* we take* calls. AVe ])rovid<^ in- 
formation, nbout^the law and legal rights of handicapped pennons. 
AVe can make ref(^'ials. some rt^errals to the service* (,l<'liv(M'y system* 
and we can^provide ti^chnical assistance to dev(*lopn»ent ally disabled 
persons, their attorneys, ami other ntlvocates working'on their, behalf 
in administtative piweedings and legal pi'0('(*edings. .Vs an absolute 
last re.^-t. we iuive the. authority to file litigation on b(*half of oiir 
own clients. AVe have not bled aiiy lawsirits! but w(* are currently in- 
volved in some negotiations on educatjon-n^latcHl. isstu*s. which I 
expect probably will hav(* to beditigated. 

Onr priority areas for involv(*in(*ht this first year were voted on by 
onr board in October, and they are. one. the right to education. This 
is where we have hiul the greatest mnnb(*r of contacts in the State of 



Texas. '"I^SMfcloyment rights. Three, rights of persons in institu- 
tions, FoiiB|KTiers to programs and services. Five, implementation 
of riecent T^flis legislation. 

I join *Mr. ElHs^nd Mr. Rossman in tlieif support of continuing 
the concept of developmental disabilities and incronsin^r the funding 
to the P. & A. systen>. I believe that the population currently defined 
as developmentally disabled have special Aeeds for the voice and 
assistance of an advocate ort thoir behalf, ami while I have no philo- 
sophical disagreement with expanding services to other handicapped 
■ persons, I believe the DD population must continue to be a focus of 
th® advocacy services. ■ 

I alfeo believe that we must realistically look at the extremely broad 
• uij^ndate to the P. & A. systems and to the resources which are being 
gl^^^ft^ the States to meet that mandate. As Public Law 94-103 cur- 
rentlj'SljJla the P. & A. systcnis?^niust*havc the authority to piirsMC 
legal, aofftinistrative, and other appropriate remedies on behalf of 
DD persons. In Texas, we have approximately 200,000 t6 400.000 
developmentally disabled individuals scattered over a state that 
encor^ipass^ hundreds of thousands of square miles, with 12 State 
schools fo r Xbe m entally retarded," IT^ State hospitals, and 28 com- 
munify ine™h#e;ilth, mental retardation centers. AVe are attempting 
to meet thiUgpRandate with a staff of five persons, all located in 
ATtstin, and aTiJget of $155,000. • ■ ^ 

I have p a U M ftll of tl;e other Stati's in my reirion, Oklahoma, New 
Mexico, ^^mHk* and I^uisiana, and most of them are attempting 
to ineet th^PP(|Jate with a staff of one or two persons and $20,000 
in f u n d i n g^TbsFWe r y State desperately lieeds the ability prov^ided 
through adequate funding so that it can tftily have statewide impact 
and be .able to provide services to the total' const ituency,wncluding 
minority persons and persons in rural areas. 

i see tw^Q basic probleius with changin*: and expanding the poDula- 
Uon''tol)e served by the P. & A. systems. First thore is the problem 
% the services that can he realistically^ rendered hy tlie P.' & A. 
system, and a'related problem of outreaHu and the ])ui)li('itv recjuired 
to tell people about the P. Szji. systun^ T s*|)eak for Texas, hut we are 
not alone, when T say that we have jiot done an extensive outreach 
publicity campfiign, because it is painfully obvious to^ us that we 
simply conM not now handle the volume of resi)onses tliat would be 
generated. Ff the population is to^ increased, it is imperafive that 
the dollars foi^^ staff and services be increased, or ^'e will onlv succeed 
in raising the roasonal)le expectation^ of thousands of persons who 
qualify for P. & A. serviccii, only to' have those eri)ectsitions dashed 
again because there is not enough staff to hanctlc the requests for 
assistance. 

The second problem we can identify with changing the {copulation 
to the severely handicaj^ped is that it is clear that the maiority o{ 
those persons "^-lio meet that definition wyi *'prohal)lv be living in 
insytutiojs. I fuHi;^ recognize the significant umfc of persons in insti- 
tutioits and the need for advocates to he able to attenil to those needs. 
HoweVer, I believe we would have a difficult problem with accessing 
thosc-clienti.'^or example, the Texas P. "t^*. A. .^vstem is a private, 
nonprofit cftrporafion, as are 34 other State^. We'do have the Federal 
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mandate to advocate and protect the rights of the DD population, 

but we have no greater authority than any other person in the htate 
of Texas or any otlier attorney to go into any institution in iexas. 
There is no State law giving us any additional or special autlionty 
to investigate institutions. Also, with a staff of attorneys, we cannot 

. go into institutions to look for clients or solicit business, yet these are 
the very persons who will not be able to contact us. Without any addi- 
tional autlioritv. we will not l)c nl.lo, cxropt in isolated instances 
where staff or family nicinl)ei-s contact us. to provide services to tlie 
institutional population. • - ' . ^ ^, .• .^„„ 

Aiwther quick point I would like to make is that the entire struc- 
ture* of the Texas P. & A. system, including our board of directors 
and bylaws, would have to be changc^d if the definition of Qjir popula- 
tion were changed to the severely han^licapped, since, as I mentioned 
to vou earliei', our bvhiws ciirrentlv iiuuuhite a hoard of directors aiut 
services based on the DD structure. Mpst of the P. & A. systems are 
are less than 6 months into operation. Right now the most crUical 
issue is lack of funding to meet the mandate of 94-103. It saddens 
me to report to vou that a significant amount of staff time that should 
go ihto service "delivery is being spent "by necessity in seeking other 
funding sources to provide a minimum level of services. • 

In closing, I would like to say that before Congress changes the 

* nrocram, I believe we must have time for the P. & A. .systems to earn 
how to deal with their respnnsil.ilities under the law ayd to learn 
how to be effective advocates for their constituencies, and I hope that 
Congress will recognize the tremendous need for additional funding. 
I am excited about my^job^and our program and the potentia of the 
protectioifland advocacy concept, and I appreciate the support of the 
subcommittees and the Congress. ■ 

fM?'. Bebee's pl•(■par(^l stateuient follows : I 

[Testimony refiumf's on p. 4(')6.1 
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I am Dayle Debee, Executive Director of Advocacy, Incorporated, 
It is my pleasure to speak with you today in support of HR H764. 

Advocacy, Inc. is {he^'lion^tirof it corporation that is implementing 
"the Pro.^ection 6 Advocacy System .for the' Devel'6pmentally Disatjled, # 
created pursuant to P.L. 94-103, ^n'Texas. Governor Briscoe desig- 
nated the State Bar of Texas, which hac3 boen the planning agency, to 
be the responsible agency. The State Bar contracted with Advocacy,- ^ 
Inc. to actually implement the .system. The , corpor"a'?ion was created 
and chartered for .the sole purpose of 'implementing the state P & A . 
pystem. ' ■ . * . ^ 

The corporation and the advocacy system have Been in existence 
. since 'OctcJ^r* 1 , 1977, with a staff of five att'orfKjys and one non- ■ 
attorney 'position that is currently vacant. V/c have an . independent 
11-member Board of Directors with the members appointed according to. 
our By-Laws in 'this manaer: six-by tho. State Bai^; ,jone:- by • ^ach ^of 
the State DD constimer cirganizatiahs. and one by the S^ate DD Planning 
Council. This Board dgtef\i^s our: operating policies and helps us 
'set'our goals and priorities for t^re advocacy system. 

. W^^.acc, .totally funded by 'HEW funds, with a total appropr lAt ibn 
»f $155,000 for fiscal year 1978. - * . 

I believe I c^n -truthfull^state thai we have become the source 
of technical exp^tis&» if! Texas vith» respect ^:'o.the legal rights of 
the developmenj^^lly disabled. nee" our beginnirj^q six months ago, 
the staff has oesponded to a total of 335 contacts ;. which is a^ ' 

"average pf ' f ive 'contacts per. working .day, and .the rate of . the contacts 

■' • ' . '■ .1 . ' ■* 

is Rising .dramatically each month. 

Our staff 'delivers direct services to the DD' population, families 
and service-providers In these ways: 
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^1) Education & Trarning - we have been researc^hing all of the 
recent federal and state law relaring to the handicapped, such as P.L. 
94-142, The Vocational Rehabilitation -Act of 1973, and a new Mentally 
Retarded Per-sons Act in Texas; we prepare written material's and hand- 
oftts explaining the laws and. the fequitements for impleraeotation^ .and . 
we provide education . and training by holding workshops , . seminar s-,^ p&ir^^ . 
-ro^etilJgs, meetings with service-providers , ^Tid sessions with attoi'neys - ' 
^ and judges, To datfe we have held thirty-eight education and training 
sessions, reaching 'a. totaX audience of 4 ,500 persons. 

(2) Systems Advocacy we ^^s^Tivolved in the legislative processes 



in 



TexaV; for example, I assisted the IWnittees in Texas writing the 
Mentally Retarded Persons Act an^^^MHlB^^^ Guardianship statute for ■ 



the mentally retarded we^^also_^^^^^^ agencies 
responsibll^for impleme^tii^T^OMB implementa- 
tion, and we do,e;ctensive review JnHffi^eht-^^^^^^ rules amC regu- 
lations; we serve on task forces t/at'vPf epare drafts cTf propbsed rules. 
We have been Hf.ry active in our itate in*working with our state edu- ^j^jj 
cation agency to come into compliance with the provisions of P.L. 94-142, 
and we ?re planning a major state-wide qon€erence for service-providers 
on how to comply with the Section 503 and 5^4 Regulations of the Voca- 
tional Rehabilitation Act. * . . 

.\3) Legal & Protective Advoca'cy -.we hav(^ a ^toll-free WATS line; 
we provide information and answer direct question|^ we make some refer- " 
rals for servicesj^we provide technical assistance to DD- persons , their 
families, and other advocates 'iii* administrative procedures "andNiiA^liti-: 
gation; and, as- a last report, when we have attempted to re^olv^ ^ par- 
ticular problem in every way we think approptiate> we have the authority 
. to file lawsuits on beh^f of our own clients. This has not been done 
*yet, but we are presently '.in the process of^^ negotiating some situations 
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that* will 'probably have to be litigated. ^ . • 

S-.- - Out priority aVeas for involvement for this first year afe: the 
* * right' to eduSftion; employment rights; rights of persons in institu- 
tions;- barriers to. programs and services; and iTnplementation of , • 
reoenf Texas legislation. i n^^h- 

"l join Mr. Ellis in his supt>ort^ of continuing the concept of de- 
velopmental disabilities *Cn<3' of increasing the funding'^ to the P & A 
systems. '^I^b'elieve that the population j^Orxently . defined as develop- . 
mentally disableSf'ljave special need for the voice and assistance of 
an advocate on their be'halfi; and yhile I'^o .not have any philosophi- 
^pkrai- 'disagreement jujfrh expanding services to other handicapped .persons, 
I believe that the DDI, population must ^continue to be a focus -of tpe ' 

. ■■ ■ c ' '■' ' ' 

advocacy services: ' 4- 

> ^ ■ . (. 
l''also helieVe tfcat we must realistically look at the e.xtrebely 

broad mandate to the P &■ A. s^^s* and to the TesoMrces which are * 

'being'^^veb t3!jS^he-states to meet t^sflfe, niand.ate. As P.L. 94-103- cur- 



re^'d^.y states, t.he P & A systerws must Have the^^uthorifcy to pursue 



legal,- -aatoitii St rati ve aricj. other appropri^^r.**iedies^ on behalf of , .■ 

developmental ly dis'Aliled per sons in the state. In Tei^^s we have ' , . 
* 

approximately 200 , OOO-4^y3,*OO0 DD individuals scattered ovei' a ^state ^ 
tl^S^^-encompasses hundreds c)f thous^ands of square m^les, with tV|(elve; ' 
state schools' for the**meritally i^tardcd , , thirteen state hospitals', 
and ^^n ty-ei gh t -'coitimunity mental health mental retardation centers. 
We are 'a'ttempting to meet that mandat'e with a /^taf f of five p^rsonSj^ . 
all Tocated in Austin, and-jtotal funds of '$15^,000. Most of the. 
other states in ReVon VI .ar^ attempting to meet their responsibilities 



[eg^on 
>ne^^: 



with a Staff'of one^^ two persons and $20,000 in fundirtg. 

^Most every 6tate desperately needs the ability, provided .through t 



adequate f-Snding, to be ,able_to regionalize the P & A system-so that- 

it can truly have statewide" impact and be Ale to provide services to 

. . . * ' 

the' totat* constituency , including minority, persons and petsons in 
rural areas,- . ^ 

' I see two basic problems with changing and expanding the popula- 
tion to be sejrved by the P & A systems, which is a concept that is 
being proposed in other legislation: First is the problem of the 
services that can real istica^ly . be rendered by the P & A system and 
the related problem of outreach and publicity required to advise ^ ■ 
people about the P & A system. I speak for Texas, but we are not 
alone, when I say that we have ,^not done an extensive outreach-publicity 
campaign because it is painfulj.y obvious to«us th«t we simply could' 
hot now hapdle the volume of responses that would bfe generated from 
persons Ineeting the curren^'def inition of Dp. If the population is 
to be irrcreased, it is imperative that the dollars for staff and 
services*be increased, or' we will only succe'^d in raising the reason- 
able expectations of thousands of persons who qualify for P & A ser- 
vices only to have those expectat ions^ashed again because there is 
not enough staff to handl<^ the r^quejjts^f or assistance. 

A second- problem that we can identify, with changing .tf\G popu- 

■ * . - . 

ration to the "severely handicapped" is that it appears that the ma-, 

jority of persons who meet that definition will probably be living 

in institutions.. I fully recognize the significant needs of persons 

in institutions .and of the need for advocates to be able to attend to 

tihose needs. . However, 1 believe we would have a difficult problem 

with accessing those clients. For example ,' the Texas P .& A- system 

has been created as 4 non-profit corporation, as have about- 34 other 

state systems. We have the federal mandate to advocate and protects 
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the rights of the developmtenta 1 ly disabled, but we have no greater 
authority than any*other citizen of Texas or than any other Texas 
attorney representing a client to go into any ^institution in Texas. 
Tttere is no state law g^^n^ any^additional or special authority 
ti investigate. iytitutions, nor is tJiere any in the federal law, . 
Also,<>wit^ a staff of attorney s , ^we are not able t6 go into institu- 
tions and seek out clients or ''solicit business" , , as this is in viofi 
lation of the Canons of Ethics. Yet; these arc the very persons who 
wiil not be able to take their own action to contact us. Without any 
additional authority, we will not be able, except m Isolated instances 
where staff or family members contact us, to provide services to the ^ 
institutional populations that are the. persons who woulff be denned 
as ."severely handicapped". " I also believe that there are many persona^ 
who are fortunate enough to be ablt- to live in the community but w^^ 
still have substantial heads for advocacy to assi'st them to get the 
commurUty programs and services they need so that iheir futures ^re 
not limited to institutional settings. ' ^ ^ 

" For all of the abo^ve reasons, L s-.ippcrt the rinority ^efcnition 
of developmental 'disabilities. .From my own exp^^rionce, many people 
, who call us and'for'whom we can and do deliver needed ad^^ocacy would 

• not be able to meet the ot^er proposed definitions, yet they must be 
able to access the advocacy system. Also>' I can foresee ludicrous- . 
situations, a^n from my own experience, if we had to "diagnose". 

• \each person who contacts us for services to determiric if that^ person 

meets a number of a given set of criteria in a definition. Wc have 
no way\o make that kind of analy^sis on each person who contacts us , 
and^sks for advocacy services or assistance with legal problems. * 
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Another quick point I woUld like to make is tha^^t^ entire, struc- 
ure of the Texas P & A System, vicluding our bt>ard of directors and 
y-Laws would have to be changed if the definition of our population 
'ere changed to the "severely handicapped", since, 'as I ment.iot^ed to 
•ou earlier, our system currently is based on a developmental disa- 
dlities structure'. I am^ure this applies to other state systems 
Jiat are non-p 

ons. 

. Most of* the P & A systems are* less than six month^into.- cperatipn . 
light now the-most ci^itical Issue is lack of funding to meet the man- 
late of P.L. 94-1^3. It saddens me to report to you that significant 
unount% of Aaff time that should, go into service-<aeliver/ in each 
state are being spent , .by Necessity , in seeking other funding sources - 
to enable each system to provide a minirpum level of P & A sg^vices.. 

in cl<|5ing/l would like to^say that" befpre Congress changes^the 
program, y believe we must have time for Jthe P 6 A 'systems to. learn 
how to deal' with their responsibilities under the law and. to learn 'i' 
how to -b^effective advocates for their constituents, and I hope 
Congress will recognize the tremendous need for additional funding to. 
enable the state P & A systems to -meet those responsibilities. - 

I am excited about my job'and our program and about the potential 
of the protection and advocacy' concept , ar^l. appreciate the support.: 
of this Subcommittee and .o^ Congress. 
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RoGEns. T^iiank von verv Tpuoh.^It has been nn -excellejit stftt^- 



Mr. 
pient. 

The coinniittee will staud in .mT>ys for. .5. iniiiiites' friu^ni is ;i 
( Brief recess.] 

CAimn^fpresicHn'of}. Tho inect m<V|\viU (-oukvIo hrder. 
t 'SM'. ScUr>oyT, you are next. 

\ . STATEMENT Oi^STEPBEN B. SCHNORF 

M^ ScHfTOKE:. Thank you. T^v TjiWen T^ a^n Siep Sehnorf I 
aju the exeoutive director of Mu> JUihcris; l)e\ el()pn|e;ital Disabilities . 
Advocacy Authority.-^ , . ' * 

• Some tijue in otir ad\•f)^•^^ry rctle AVe iKH-onui (1 i.sOTM-ha'iitcil' witli'.the . 
bureajicrarj; o^ State a<rehries.;T-sf:eVha'^^ o\vi{ buiieaucfacy broke 

' jind 5>ot the \vroni: fbu- tlV(' • mforni>iH'o?i;'you . 

dp \v6vk for tlie: tlJinoVl^^^JopiiUMitjU iKfahilitief? Aflvocncy 
ity. tUevii^rencv'crented ur IllVnwi's (f?sCia4'<Vi' tfir States re- 
ilitv-undcr s6cHon ' -^^ . 

ad- inatle .^f ^:Mii>8tKmi^U(;ofufi.iit-|H('ijt^^ ^lie publjif . 

injifvcul ;in-thtj;|)i^t»e(.-tion yiuj ,ju\voriw'V re(|uirfhients 
iwefetdlyJ^i.sabl^cl :A^.<?fsFaure\uTtl 4\iII of Ri)v^ 
'"^^ T|icl tides- a sj^rniflt-iraT i^iuV^vintw>f^^t^(' tax ilollars., .. 
pri^jiajWl IJy vthe. (i«vK*nr%:^ Pl^fhnih*;' 
Jfl>i.-;al)iiit''ies,'^ vvHh ^extc^:f[\;a • (•onniuinitA/f- input; 
;oji^iUier-^*ont r?)ll(ML connljii^ijfy-bJijjed gidvoGa(!;V' 
vt)i['acT iJii f)r(),\Aded tl^iou^h'^a.fconsoii'iurn of J(?^a^; v. 
^^^,^ ij*Q|i*r}iout lilhiois.;,; . : * r^'\ '^v - ■ ■ 
- . q/ldifrioH^l f uitf^iti^^tjir^ivrii' tli()se ]"e^5aK.assi!^"taneiL*.:' 

^otindat4:^Mjfo«^^^ the Ketferal fun.(1s tlig(jfcr(^(;eiVet}rr9u'>fh ■ v 

• .le^aliS^^i^ *i\9i\>t)vntj{)^m oVdcr ^ f i.rani rain/an(t dnhble tiK^ni • 
♦ .to^.Ucn"(HoiiTi^<fip^ expertise, in <levHop*n«yit.#. disR^l)_njiaeK^ "That 

'S) r ^ ! J 1 o iftV s ^ n TH i I ip i s . ' y . .' . _ x " / ' • * ■ ■ 
,n'(lea of T\)(' tyjies'jof iV'itivitiesi :tjiey.;-7 
rect^nl ly;j;iiey^liM ve, su^'ces/ftiljy. i'cp-".* " 

ivdeitj'?:' 
ifter a :,j 

pr()je(^t sMceessIr^Jy p()iftt^Ml out *t o i^iu'^r^Sv Postal/' 
. Service th^ti tjnit .nw^rht 1k^ a rat,h<%\iilhijLM^3^nf violation of the ])Ci:sc)ni5"- 
^laranteefl' rr<2:ht« in this cou'ut rv.'^tHd ' is. cui i^'Wlv i:o{)ref;eiHi.ng^^ ■ 
diil^^dpnied supplement a 1 s('(Mirity7ri<:oiiu\*beneritsvby hiv Social S(^- ,; 

lict*' witih' the; Sorjal Secnrit^^ 
('h/td H \ cs in; a 24-=li<)ur-a-(lay, 
iicyerVly hatidjcnpped children^,. ' \ 
/■a^i(Kthe' So(•ial^SeVnrity Adiiiin^; ^' 
MS d(ieiue.d' that the child lives at: - 
income* 'should 1.h\. ciiiintod" * 
pr hen^cfits. 'fhose 
^if'Vhe 




* / Ji"roieet tiiie'btoftil opeyatipUal 
» To /^ivtv^h^' c"dVi\j;if^t('e ?5pu'ie 
. jire b^^^hj^i^L^; iaCfblv in., most 

resQntt*Uin^Ktidir^inistr;U hearin*: aii/epilfpl ic ^ers<')juftuf?jKii] 
\and 'thr|\t^ne^^^ with disinissal If^-' lhe ^tT^r'L'ostal .^ervi<H^ , aftt 
.seizure. l\ie,:la\v''proje(^t sucVcssfri^^lv p^iftttMl out*to i^li'e^l^Sv Pc 




curitv Adiiiinisti^ition. ^n direct 
A-d 1 1 1) n ist r a t i o n V -o Wti i ;exi i hi t i ( > n 
rear r(yun^ lesiden'fta^ f^t•il^f; 

alftvi.sits ]^iy:euts at j?^ 
istfatiou iu>its inni?^^ti!sdort^ 
home iuu]' t|nit tfiereflore the |>{V 
detenuii}in<r fh^.Hdht^s eJi;*:ibtlit 
examj^GS ofHli^ iipproxiiiiately 20 
rently nirortved'ifi aftf iv-J nionths oT 
A.ssistan'pof t^' consi^^^er.^* MTld their 



la w 



iiv 

are iu.st t^vo" 
.pirojert is cnr- 



Tnu: 



admiiiistn 




e 'iyifl ptTier nonje^rjil 



' s(n,i t J 1 1 i \ • e s' in' | ) i irkii i t .of 
remlMlies tS^iiailahle tlirou*i^li area 
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icivocacy p^yfects Operatecl by coinni^inity ;^tou^s jiridep c 
)^r; Advdc«5^ Authority and thrbuglV an orabiVaaman'seiK^^^^^^^^ 

AgaiOi as an exapipfe of the kinds of iactivitics thiit:;^^^^ 
ji Jn ^,hos* rtonIe<i:fll Areas, currently we arie- asj^istmij..#1^ipi^ 
;oubg daugiiter in a State-operated institiitioh ia litin^^ 
Fer^cT^oine hither B€>ijre physical abuse an^\ pliy^ieal i.njTji;y;^^y^^ 
i'§sistin^ the 1)1 other in.bbtaininf^ some inunc^lia'te-Vvlie.f^^^ 
he child frohi one unit fe ai^^ ; ¥ "^ '/■^i'w 

: Mr.CxKTKK.ilstJMi cJiild'me^^^^ retarded? . .; ■ '-'"{^^^^^ 
. ' Mr,': ScriN'oit^^ ' ^^X^ 5" ^^'^^ <^h\\(\ is . nientajl y\i-et arde<lv W 
Linue to -assist; tHV-J«other in a^hie^'ing her long-rarigo/iJf^iJ 
is fo get,- the*vhil4 back i'loser to hpnie in a Residential frttniity/^j^. 
Mr, (^xnTEK- yWhai tibdiit thjk iisiiag S8I fMnc^ fot yc^iiK^sijffe^ 
M r. Sc ti X bitv.' Th at yo\ i n gs t er is n ti d t i p 1 y 1 1 a n d'i^j^ p^)e d ; jIlVj^^l fy^ 
IjifLudiifApped amf JiieirtallvTetardleH.. " - % 'i'^ ■' ^''^ 

■/;ltr. SciiNOKF. AVe are alsfe repres'i^tin'g some of the "{ci^tiCKj^^^^^^^ ; 
tjji|*-^ojne of tlie tearlier preStenters sfj.oice to, speciaI;:ed\fi^tiW^^^ 
men^ appeitis. For insfajice- iiTOne schfip^l district in-jSo,u^t*iV'I.lOT^ 
I fmmjy ha^ s^iccessfii» pi^i^ned a*^^ 

Bpj5eal?-and has *obtaineclJ7tToin tJ^e schftcJ^boArVl :]^)sa&},^^a(;toryi^a(?i^^^ 
ment i^i>flr.class, bnt the; school disV'ict refiteed':t6 ^(jir5dj£r'^ttan^[?>p 



tioh fai^^^he chilmAvhieh^V^ii(lere(lj^the ett^^-^T^f :^<fec:>si(^vratb^ |^^oot, 
ft !}0 i^v.ss full \Sre p icj^feii t ed t h o -In i ot li £^ r/ i h 'Mi * app^ .of tfe^ t d cc i - 
* m au^ dl^Sfined trft);i'spoftatton foi^^Jic cK^ h9^|^an " 

Lss the ciii'Mlif^il h^^^^ {ov,\'if^',-:'4'- rXy ' - ^- / 

P'r^nAo^'I'i iTi'rttitArti f^rr^nwWf iccii/i 



sioi'i au^ dW'i'ined trft);i'spoftatton foi^^Jic h9^|^rand the 

[•lass the. ciii'Mlwl bceh.atjb roved {ov,\y^',-:'J^-^r:\y ■. ^- / 

i^egard- 
vocate 

-^--.--r^ t-1 -V--- • ^ j^-"'' agency 

be assign edVfo; each. o \nth'a liirge 

number of *'DPirasiriGnJt^,^«$^ .a^fty^^'jtflniaj^^ advocate 

in eacir (jt thf^e jj3l[|^!iti^i^if?-f^^^ J^^^),V'*csx'.-in(l welfai-e 

jj^ilab)kito4he nj^tw^XtSi' and tlieir^f5i.ujibes"i|8™ f roui 

iSnen problems of^jmPp.itii^ I denial or hbridgeniAij.-ojEl'^Jghts might 

ThaFi^ a little back7jjc:o«ii(U(>#vjS^ right 
now. We have (^a^^i^^b^' r<*'^'i<*^vl^»:-flrffise l^'sdnTToii 11764, and 
e n d o r^^e it, i n f Jl 1 1 ( 1 1 1 e .'^.rp I)os(Pf^^^»g isl a t i o n ' s -^Vof 'o/i j m e n d ed co n - 
tiriuatiou ^oi the^jgT-iTnt.vrfefin^ti!^^^ disabilities. 
Md^"e ve r., rfga rd i ng t i 1 e i ^11 wiij^.'^St f* -^^^^^^ as called for 

8adei'^4-103^ of't^he two ^lefi^tnti^^is d'(M'()unneiKh**y i tlie report, if 
thgse arb the ch(J|^es/ we stif)iltdv«(;i^ and^ccOnniiend the minor- 
itll'report. ^ 'rVHf / ' .'^^j 

I hjive t\Y0.:tipeciJ5c;Con'cen;j^ I ^g/ihl;^^ for tlie commit- 

'■s consiHerAtion conrtr^niii^ One. \iA\, is the sponsors, and 

ir^, 1>^? Qarters^^ a(ldLtiofa,}|l funds for the protec- 



/ 



on an(^^i.(.lVp,l^acy that it is. as i-ef!ectt>|l.in tTie 

recoj^inenclfd'-authf^.'iX^^^^ for pr-citectiou'-tnid advocacy iiH'W^^^^l ii^' 
the bill, theri"! urge*'tlie committee, a.s^^t^iahdid earlier, to carefully 
revie\A* the, potential negative res4i1t tliat .miglit accrue t() some pro- 
teCTioriif(|ftl advwacv. sAv^tems tliat are ii*t'oiving substantial funding 



from t<pii- 8tateftI.)^j-^>hHmyj|| ^ ^ 



We in Illinois'for instanw aro, rereivihjr $200,000 for fiscal year 
1978 for protect ian and advocacy from our state DD council. The 
recomtnended authorization fevel'fo'r fiscal year 1979 in the proposed 
bill niight result in an increase in the Federal protection and 
advocacy* funding to Illinois rtf even slightly in excess of $200,000, 
but that would be the approximate increase, to believe, based on the 
formula. If the bill is addpted as ciirrently written, with P. & A. not • 
included as one of four^natibVial priorities: we would lose our ability 
to receive fundia<]f from the State DD planning council, and the net , 
result would be little, if any, increase in funding for P. & A. services 
in Illinois. 

We would ^ain perhaps $200,000 from the fqrmula, but lose- 
$200,000 from the DD council, and we think that would probably not 
reflect the iiit(»nt of the si)ous()i' of tln» le^rislntion. Th(^ snnic situation 
could hold true in any Stnte where the DD council has made a sub- 
^stantial commitment to 'f un'diniz; the P. & A. system. 

As Ethan pointed out. untionjilly approxiin;it(>ly .^i.") of the DD 
councils are commitfinjr some funding to P. & A. svstems. I request 
tlftit the committee look at various options for dealing with this 
possible eventuality, iucludinir soiiiethinir similar to a hold harmless 
claus^ thaf would permit DD councils to continue to fund P. & A. 
svstems if thev haveiVlone^so in the past, or including D. & A. as it 
national priority eligible for funding by DD councils, re^^ardless_ol 
what other priorities are select(»d :iu(l separate from the question of a 
level of fYppropriatibns to Stjite DD councils. 

I am /siii-e there are other options available to deal with the con-^ 
cern. lAvouhl, howevei*, hate to see TUinois or :iny other State that 
has* made a snhstantial commitment to protection and advocacy 
services penaliml'in the fn(*e of the o)>vious intent of the bill and the 
sponsor to inci'eiise funding for 1*. Si A> systems. 

Second. I would Ukc to iccpiest flint iiw committee consider incor- 
])oratin<r into thr l>ill lau;ru:l^^' Hiat would jillow V. & A. formula 
funds uiidei- the act to be used as a urrrK;h for other iMuh^ral funds, 
inclndinir title 20 of the So(d:il Security Art. .State DD council funds, 
and othbr potential— I thinic could be a variety of ones where 

a vai'iety of FedcMal funtlin^^ sources, wIumv it wil Ibe *rreatly advan- 
ta^^eous'to allow Federal P. A. foi iinda finuls to be us(m1 m^? niatch. 

One of tho piohlems that has pivvented.-some Stat(»sA'om using 
I)D council funds has been tlu> una vaifability of th(> local'Tiuiteh, even 
though th(n', are receivin^^ th(» unnu.uum' of $20.('()0 lindei* P. Si A., it 
cannot be used^'to nmt^h the ppteutial even siuall aiiu)unts of fumls 
tliat ihev lia\ e leceived fiom the State' planiuiig councils. 
- I also' fi'om mv c^wu ])erspective i>ersonally. insf)fai' a?i Illinois is 
c()iic(M'fie!l. woidd' like to oU'er my thou'rht. I (juestion the priority 
decision that has been su^r^rosiod in the bill.* I have seen to(^ many 
. tliin^rs happen in Illinois that ov(M' th(> i)ast 7 years that hiive1)een 
■ 'beneficial, that' could not ha\-e liapp(>iuMl thiou^di the DD c/)uncd, if 
theseiour ludional priorities had becn.iii (^ll'ect.jj see things that we 
are Ibokin;: Mt univiuL^ into ri^dit now. ,Vs an exami)le, we are looking 
at a joint "pro i.ect^vith our DD'council to i)iH to^a^ther an luteiisive 
. seminar in lllnioi.^for Icev. lenders and (l(H*isiomi\;dcers in tlie legisla- 
ture and thv a<liuiuistration on the pot(>ntial iinplicat ions of recent 
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court decisions on tbe future of institutional sen^ices, that mif^ht or 
might not be able to*be snuck in under the rubric of community resi- 
^dential alternatives, but I would'liate to foresee a situation wh'6re 
^positive thi^ could' be done for relatively minimal amounts of 
. njoney, m tS^ case jJerhaps $3,000 or $4,000 that ipifrht be precluded 
by the perhaps — I;don't want to say arbitrary, l^ecause I know it lias 
l^n well .thoufrht out, but the perhaps unfortunate delineation of 
:rour narrow priorities for expenditure/of DD council funds. ' 

Thank you very imich for the ppportunily to speak to you. 

SJr. Carter, Tha«k you for a very gaod statement. Are theri^ any' 
protection and advocatg^ activities-'wjiictf^ire common to^nanv States 
and which couW be carried outietter at tlie Federal level ? 

Mr. RossiiAf". ;i might speak to^ tl^^fe- j^om an example. I,think 
perhaps the an?ywer is no. !^^|^*f v, - 

' Mi^ Cartei^ That is what I expected.' • 

Mr.' RossMAX. Let me share a fact situation with yon we have 
recently encountere^cL which may give vou a good example. An indi-, 
vidual was, referred to us by a State representative'who hajl experi,*' 
enced employjnent discrimination on the basis of his haviry^ epilepsj'. 
When I received the materials on this case, the.first'lhing I did was 
try to find out why various places which he ha(l been referred to' did 
not help him. ' ^ 

First he had.gone to the local epilepsy foundatioft/They were able 
to identify that he had reasonable cause to .believVhe had been dis- 
criminated against, and made a few phone ealls^.and founcl out that 
indeed they did discharge him because of his epilepsy, but really it 
ended there. There was nothing they could dQ. He was employed by 
the county in a social services program as a social worker, which was 
funded under a CETA grant, so they recommended he contact the 
contract compliance board of the bep|trtment of T^abor in Atlanta, 
and he did that. 

The Department of Labor determined that since CETA is a grant 
program and aot a contract program, which is a 50.4 discrimination 
matter and not a 503 discrimination matter, tliev referred him to the 
Office of Civil Rights. The O'ffijg of ' Civil * Rights in July 1977, 
accepted his case and had it*on filerand T called them and said, what 
have you done about this. Tliey said,' absolutely nothing. They had 
not made the first phone call, the first inquiry, or written the first 
letter. Why? Because we are under an extreme backlog* haiklling not 

^04 discrimination cases, but race and sex discrimination cases, which 
they ha VQ. been building up over the last several years, and in fact 

i.the office in Atlanta is not handling any 504 discrimination cases. 

.jfJfo^WQS therf referred to a State agency 'which was supposed to be 
abf(^^ttr*harrtlle employment discrimination cases, and they exercised 
tlirir option to refer it to the 'protection and advocacy agency,, and 
tl^reupbn we got the case. Like Ms. Bebet^ indicated to you already, 
we have no more remedies than any private, attorney, than tiny of 

• our clients brings to us. We have no enforcement powers or investiga- 
tory powers of any kind. All' we have is whatever^huse of action 
the individual ivould have, and we generally deal mth it ourselves 
or.jpfer it, as F mentioned, to a loc^jjllegal service program, 'tre have 
rererred it to a local. legal service program. 
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■ The Catcli-22 in tliis whole scoriario. tliat aS long as the Office of 
Civil Riehts in Atlanta holds onto thai-flpii.plaint. the.Fe.leral courts 
probablv will not even allow the case to survive, ami will throw it 
out for failure to exhaust. aaministrativo reinedies. So. all 1 niii sii<r- 
•resting is, we really don't need any inopia Federal administrative 
remedies. ' ■* 

Mr. Carter. Thank you. • 
• Mr. SciiNORF. Dr. Carter? ' ■, 

Mr. Carter. Excuse mq. I would like to ask you,what. happened 
when you^took over tlie case? Did you pursue it siicoessfu K ? ■ 

Mr..RofsirA.v. AVe have'iust potten it. ami we put it in the hands ■ 
of the local legal services program. ' * - 

• Mr. Carter, All right. ' , t , • i ,i -ii • i; 
Mr SciiNoiiF. I can give a similar example. I tlunk. t'..U will indi- 

" cate that" sometimes even Jl^Federal nieehauism is . ounterproduc- 
tive.Jn the case of IHinC^Bir fair. eii.i)loyiiieut piactuv-: (•ommis- 
sion has virtually this sai^fiRiatiou. Because they roeeive. fun.ling 
fe'derallv to pursue civil. rights v>olations. .'^exual and la.'ial discnm- 
inati6n 'issue* get a priority. They have only j.rohab ly successfully 
completed action on aboTlt -J.T peneut of the cases that have been 
referred to them since their inception. 'I he other percent are back-, 

■ lo<rs of li:: ve.irs. hut because of tlieir priority to race and se.x (lis.: 
crimination "cases, they have .-omi.letcd action on P^r^Y'^ 
complaints for discrimi;iation he. ause of handicaps which ha^e been' ^ 

referred to'them. . i ■ . ■ i„et o 

Thev received approximate! v T.OO such complaints iii the last 2 
years. und have issued no rulings in :', years on a <-ase involving 

''' mI'"^^^^^^^^^ I take it that you thh.k P. & A. shouhl be uniquely 
a State and local function. . 

Mr. Ross.Lvx. Dr. Carter, if I .nay. there .s o''^. Possible wa^ pf 
changing the existing legislation fo perhaps mak^ it effective 
■ ind that would be fo" (^ngn-*^ to sav that we have gone he.vond the 
Sndin^ st^ g^^^^^^ developmentardisabilities bill of rights, and 

ci" at^enfom>able rights, and. ,.erhaps couple t hat with a. private 
r 'ht of action which ^torneys n.ight even lu; able to ^^'vc fees. 
^ !ind that would astroi.l.ically ine.rase the cilectiveness of our ]ob. 

^fr. SciiNOiiF. [Nods aflirmatively. I 

AIs Bebff. [Nods aflirmutively. I . . , , 

Mr cCtfr UVell, I cerlainlv want you to kee,, it in S ate bands. 
I thiV.k it i^' 'state and local function. (^,uld you. Mr. Schnorf. sub- 
^ those examples for the re. or,l so tliat, the commil.ee can consider 
them as we review the prioritieSf^ 

Mr. Sc-iiNoiiF. Yes, sir. \J . . - , ,., 

• Air CvKTKn I have one olier (lucstioii I woalil >ikc to ask you 
.rent enien Suppose that welave au or,,hau mental ret^ardate who 
Ss left a'smn'^If money. Would it be left up to.the court to ..ppoint 
a guardian for her? 

^Ir ^'u:;;rVo::'V3l\lor;'om^^ as an advocate in her case 

"tn^M'S: No7^ of Florida, a. least a ■ public 

dcfe nder^'ny^'o app ointed to repre the interests. I .believe. 
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Mr. ScHNORF. It would be teoimically possible. The court might 
appoint an attorney from the prptection and advocacy system as 
guardian at litem, duriiig.the time the hearing was — 

'Mr. , Carter. This causes a^reat deal of worry for families who 
have only one child, who happens fo be retarded. They worry about 
that child after thev are gone. That is quite Or problem. 

Mr. Ellis^ Dr..Oaiter,» m New Jersey,, we are currently reviewing 
the guardianship statutes, whicli are, according to our attorneys, very 
antique, and p^marily designed to deal with property issues rather- 
than other decisions that fnay be within the capability of the indi- 
vidual to make even thongh his intellectual functioning may be some- 
what limited. Issues, for example, of whether or not an individual 
has^the right to determine whetner.he wants to live in the community 
versus in the institution are, we take it, in some cases decisions Uiey* 
should be able to make, and we shotild not refer them tp their guard- 
ian. . • 

There are sometimes conflicts between the guardian wishes on the 
capabilities of the individual, and we have found a great need to 
review those statutes, on at least two issues that have recently come 
to us contesting those in the courts, so I think this is an issufe we have 
to look into further. - 

Mr. Carter. I think thkt their rights certainly should be protected. 

Thank you so much for your testimony. It has been very helpful. 

Dr. Hugo Finarelli? Doctor, if you will highlight your statement, 
it will be greatly appreciated. ^ v 

STATEMENT OF HUGO FINARELLI, JR., Ph. D., 
GOVERNMENT STUDIES AND SYSTEMS. 

Dr. FiNAiiELLi. Thank you. Dr. Carter. 

I am very happy to have the opportunity today to de?yribe the 
i*esults of a study carried out by Government Studies and Systems on 
behalf of the Developmental Disj\^bilities Office, the Office of Human 
Development. Our project had two^ -primary goals: first, to design a 
set of model" standards for evaluating ffte quality of services and 
programs to persons with developmel^tal disabilitit's; .and second, to 
devise a quality assurance mechanfsm which States could use to 
implement those standards. 

The -legislative mandate for the study was section 204 of the Devel- 
opmeijtally Disabled Assistance and Bill of JRights Act. The lan- 
guage of section 204 siiggests two j)riine motives for the study. First, 
. there was apparent concern over the efroctiveness of existing stdnd- 
_ards and qualitv assurance mechanisms. Second, there Was a growing 
awareness of the need for ontgome standards which directly State 
expectations regarding the developmental progress and the overall 
well-being 6f pei-sons with developmental disabilities. - 

To datf, mdkt quality assurance efforts in developmental disabil- 
ities, as in other human services fields, have relied a^iiost exclusively 
on input and process staittlards. Input standards sp^cif^^ organiza- 
tional, administrative, and physical requii*ements that service pro- 
vWers must Satisfy. Process standards describe the manner in ^nich 
servittBS should be delivered. The warrant for such standards is the 
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belief that coinplianre with input and profess requirements will con- 
tribute to or result in "better outcomes for the persons receiving 
services. ^ 

'Unfortunately, studies to detennine whether or* not this is true, 
whether compliance with input and process does result in better out- 
comess have been infrccjuent and ioconclusive. In fact, it lins been 
widely contem,ded that many of the standards currently proniul<rated 
by regulatory a^^epcies' arid professional or<rani/.at ions are of doubtful 
validity, beinf^ neither necessary for qUalltr nor predictive of desir- 
able outcomes. 

• A second concem rcfjardinfr standards in current use is sijnply 
their recent proliferation. At present, there are so many standtird^, 
from so many sources, that service ])roviders are likely to find them- 
selves subject to conflictin<r requirements, or are likely to face incon- 
sistencies in the interpretation and use of simihir standards«issued by* 
different jurisdictions. 

Our first major project task, therefore, was to collect and classify 
hundreds of standards currently in use. |o elimiiwte duplicates 
amonfr them, and then appraise the renuiinder, to/leternune whicli 
were valid, reliable, and practical for use in cyuility <issuj'ance. On 
the basis of this extensive review, we were able to develop a set of 
input and process standards which we feel are nearly free of the 
defects found to be soVomiuon anion*!: existin<r standards. 

The Icfrislation (dearly r6i[uiired, however, that the model standards 
^o well beyond the traditional in^)irt and process requirements. Tn 
sectiqn 111 of the act. it is stated that si'rvices, trei^ment. an(l habil- 
itation must be desired to '^maximize the devcdopmental potential" 
of persons with developmental ^disabilities. In turn, section 204 
requires that the standards be "bftsed u])on performance criterja for 
nieasuring the developmental pi:p<ri*f'>^s of persons with developmental 
disabilities.'' Therefore, a second major ])roject t-jisk was to find a 
reliable set of meas^ures of the developmental pro^»;ress and overall 
weW-beihg of persons with developmental disabilities. 

. The u.se o"f outcome measurement in (puilkv assurance in human 
services is so rare, however: that the feasibility of this outcouje-hased 
approach was not known lit the outset a-i the study. The^^eiore, we 
undertook a critical review of the state of' the art of beWvioral 
assessment in develo])mental <lLs:il/ilities and of outcomedmsed qual- 
itf assurance in other huuian service fi(dds. We coRchukd' that out- 
come measurement is, in fact, feasible, and that outcome .standards* 
should play a signific^t role in rflKility assurance. , * . ^ 
Finally, our projeR reqiT^red us to (Icsitjn :v model quality a.ssur-- 
ancc mecH^nism which States ^ould use to^implement tlu* proposed 
standardsA^y this we mean -a .^et of admin'fstrative procedures which 
States couI♦F^lse to encourajre. assist, or require. service provi^ders* to 
maintain certain levels of quality as specified in the undei^ying stand- 
ards. ' X . 

Our methods, findings, and reconunendations with respect to both 
standards and quality as.suraiice nuM-l^anisms, are des((ribed in detail 
in a series of reports- prepared for tlie Developmennd Disabilities 
Office.. AIL of ^them are available iay your exnuHnation. My purpose 
in the next ffew minutes,.tberefore, is to* simply fur^J^r highlight the 
results of our study. ^ \' ' / .' 



',As I mentioned before, bur first major Jtask. was to review and evaF- 
^uate' existing standards. In order that this evaiuation be objective, 
GSS'sta^ and a group of experts in the field of developmehtal dis- 
abilities devised a^series^ of precise judgment scales addressing such 
issues as the reliability of a .give^f standard, the practicality of its 
use, and its suscfeptibilit^yUo a<5ti6h iDy the service delivery system^ 

The most important iss'ile. however, was validity, whether, or not 
the standard was judged to be a valid indicator oiE oriebtthe three 
most desired outcomes: increased skill levels'or tlie. achievement^ of 
adaptive behaviors on the part of persons receiving services; more 
normalized patterns of daily living; and the protect^n of individual" 
rights, including protection from neglect and abuse. 

Nine experts in the field of develojwiiental, disabilities used thin 
detailed evaluation protocol under th*supervision of GSS staff td. 
individually appraise several hundred jDf the standards in current use. 
The ratings of the experts led us to thte conclusion that while the vast 
majority^ of existing standards express worthwhile sentiments and 
describe nsefiri practices,, they are i^onetheless beset by recurring 
- defects which- render them of limited use in quality, assurance^ 

These defects — lack of measurability, lack of rerliability, lack of 
relevance, lack of objectivity, and in some cases lack of sensitivity to 
current concepts of human services delivery — render many of the 
existing standards ambiguous, (Obscure, or smply inappropriate. 

Our next project task, then,.\y'as to develop a set of model input 
and process standards which maintained the best features of the 
exis'ting standards, but eliminated these fundamental weaknesses. We 
feel that we were able to do this, that we were able tp design a set of 
input and process standards which are valid, comprehensive and 
reliable for use. A, ^ . 

Despite the fact that tiiey are comprehensive, our model standards 
•are. relatively short inMeneth. Most nota^bly, there are no standards 
with reiy>ect«r to staffing le^ls. staffs qualifications or credentials, or 
methods of service deHvery\all common concerns in existing bodies 
of standaWs. Quite simply, we found that there is no consistent war- 
rant, either professional consensus or empirical justification; for such 
standards. In fact, it 'is wideiV held that these standards ftnd to 
encourage overprofessionalizatioV bverprotection, and other excesses 
that work agamst the best "internets Qf -persons' with developmental 
disabilities. - \ 

On the other hand, our standacd^are quite detailed in some areas'^ 
that we think are critical to th^^esWed outcomes. Por example, "we 
specify in deta^il the mimmiim^cont^ts of individual habilitation 
plans, the core*of individualized service delivery, and we specify at 
gpeat length administrative procedures^r ^he development of such 
plans. . We also recommend numerous s\an^ards regulating living 
environments apd other settings for service^ deli very, and prohi'biting 
practices which we feel most restrict or deny .tlie. rights ?and dignity 
of persons with developmental disabilities. 

Ti\ writing input -and process standards, ..we ha^'e tlierofore had to • 
walk a inicldle ground between the txtreme^ Overprofection and 
underattcntion. We had to balance^the interests of those who need 
close supervision and protection, ^id tliose who need greater indc 



pendenco' and freedom of movement. We think;we have. feund that ' 
" O^r a^p??advto the design.of model outcome ^^^^l^^'. 

ter s:?: ^^^^^^^ • 

assurahce in healih and other . 

S • t S the absence of outt'omo f l^r'l ^ ^'l^. ° ^'^^^^^^^^ 
in he incept. Rather, Ve i„dgf-;tl,at it is |!"<; ^"i^,f"ti4-''of 
' of technical problems, all of which arp - solvable = ivjong 1 st , 

..develQiJmontal disahilitjes. ^jrovidea. MmKan> <^^V^^\J^^:. 

flpvplonmental crajvtU s nicasnrfel by any of . the sloics "^.tesjeu 
behato'ral tLSnt^cal.os and. instrnments rnrrontly m.^use-Of 

• nient ap^^roaclies and con,,^r,s.m ,f .,ftiup o.^come stand-. 

^"■il^TS^ T:^ nn it- of 1^^^^^^^^^^^ and undS-.sta^ndabl.o:. ways, • 
" j.Si *vith a conciso set<.f mp"t, ami. process _st«ida,d4|W.thxnr 
- quaiitv assurance pfforts .,f„Av? 
. Wi;at.|hf n. arc tlic jr^plications of our studv ' 




anTMnaS aS^^^^ n.. hanis,ns I'-'^^-'-V;' -j^S'^J ^l^f^! 

:s^^;;;;i^^sSiu;!^5^^^^^^ 
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steps to implement the recommendations on their own initiative. 
However, in a recent e^nd-of-tne-project workshop there was clear 
suj&port for mdre formal follow-;up activities. 

Tne^wp. key recommendations were the following: first, that the 
developmental disabilities offi/ce ^onsor a project to provide tech- 
nical assistance to \ip to fiv^ states that vcflunteer to field test the 
model siaqdards.^ Vfe see ^le field 'test as a key step in refining the 
standards further, in operationWizing the quality assurance mechan- 
ism, ^nd in identifying and resolving any issues which arise during 
implementation. ^ ' . ^ " 

• Second, it was suggested that active support of, field test* activities 
he sought from other PedefaL agencies and programs that provide 
or fund servic^ to. persons with developmental disabilities, in the 
hojpe that early coordination among tliese agencies wouy eventually 
facilitate tie cdnsolidation of thq many overlapping review processes 
to which sjfrvice providers are now subject. 
Thank/5'ou. * 
[Tastjmony resumes ort page 487.] j 
[Dr. ^inarelli's prepared statement follows :] 

I. 




. 476 



GCn?ERNMENT SlUDIES t SYSTEWS 

enter 
Jtree) 
19101 



University Ciiy Science Oenter 
''SAOI Market Stree) 
Phfl^deiph»a. Penna. 191Q 
' 21 5 Evergreen 7'2g^ 



Ai^Suwmary of A* Stcdy . 
,to Develop Model . Sf^ip'jar'js - 
and QusW.it^' ^ssuranc^ Me-'nmiS'ns , ^ 

forepersons v^t^^Deverop-.ental Disabilities 



f 5 



^feistiinoiiV of 
Huoo J. Finarolli/ Jr., PU.D.„ 
Gaver»ir.ent Studies i SysLs;n.s, Inc. 



Prescntecl a I- 'U-^y jnn 
of the Subcon\mittec on llealth. 

"fc^ of th^ House Comriit^jpc ' 
r Interstate and V'orci^n Cor 



April 5, 1978 




viroiiRicnt 



V 



1>- 



- - ■ -477-. ■ - ■ • , . 

• iliTRODOCTION^ . , ' ' ' * ' . T I 

• Mri Chaii^rv and xseotbers of the S6bcotmnitt^e> I am . ' 

pleaded to have th^ oppbrtbnity today to deiscribe the results 

of a study carried cut by Goveniindnt Studies & Systems on. 

behalf of the Developmental Disabilities Office* Office of 

B^nan Developmenti, Our IJf-oject h^d two primary goals: 
. • ■ * - ' \ : ' 

(1) to "develop a set, of ragdel standards] for appraising 
■ ' the quality services/ ^d' programs- -for persons 

with developmental disaMlities; «d " c » 

^ ■ ■ ; , ■ ■ ! ■ 

(2) to devis^ a mode^ quality a5suraribe inechafg.sk:. ^ 
wljdch States couXd use to implemept^'^the proposed* 

a standards, ^ * * ' ' ' 

V ^ • ' ' . ' \^ , 

• The legislative mandate for our project was •Sect-ion" ^D4 

of the Developmen tally Disabled Assistance' an^ ^iiit_^6f Rights 
Act. Thfe language of Section 204 suggests two jjj^ime ffiotives 
for the study. First, there was an apparent concern about . 
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the effectiveness of existing standards and,qualityj^assurance 
itiechaQisms. Second, there was a growin'g awareness of the 

^ ^ . 

noed for outcome startda^ds that directly address both the 
devplopraental growth and'the ovefalj. well-being- of persons 
f.th . develoji^mental disabilities, , ' " 

To date,, most quality ass\rrance efforts in the field, of 
developmental disofbilities, as in other t^umaii s'crvi^e fields, 
have relied almost exclu si velyjDry^ input and 'process s\:andar<^^. 
Input standards sej: forth organizational administrative and 
physical requirements to bo satisf iec^^ by sorvice*^rovi^r^. 
Process standards describe the manner in which services should 



delivered : Tl^e; warrant for such standards is the belief 
that adherence by~ service providers to , input and process, re-^ 
qpireinents contributes to desirable outcomes for the ' , . 

' ^- ' i * • ■ , ■ • - • . ^' 

persons receiving services ► ■ ■ ttf^ 

. Unfortunately,, studies to determine whether compliairice 
y^tth input; 'agd . process standards 'results in better outcomes 
■ have beeT? iQth inf reqy^Ut and inconclusive.. In .tac^j it has 
f bein . increasingly con tendild . 
Currently promulgated by regulatory agencies or. professional 
organizations are of fluestioriable validity, there bding ^^1^ 
-evidence in most-cases that existing ^standards are either 
essential to quality services predicative % desirable out- ^ 

:rcomes* ' * « . 

' ' A second concern regarding standards in current use- is 
simply theit .recent proli/eration. AX pr^s^nt ^hcre are so 

^any "standards-, from so many -sources , that sejBii^;^ 'prt>viders ^ 

' ^ ■ • ^ ■ ... . 

are likely , to find .thcmselver. subject to conflicting require-- 

ments, or are likely to face inconsisfoncies ip tHe intei^preteir 
.tion and:use of "s^milai^ standaf^s issued by different, and' " ' 
-perhaps overjappinr* jurisdictions. . - 

^ ^Our fifst major task, therefore,, vas. to collect a^ 'J ^ 
• cl^ii?y hundrejds of ^the^most widely used standards, eliminate^ 
duplicates.' tKen appraise the remainder to determine which- ^ 
. 4^ere vaiid, reU^ibK. ^.practical for *isc in quality ^assurarvCe 



O^'the basis of ^^tjextensive/revie^/ we later developed a .. 
"Q^f nodel input: and process standards nearly free of the 



defects we found. in exi 
The legislatiion cle 




tandtfrds* v . - 

;qu/red,o ho^tevfer, that the * 
nodel standards V..t*Vond tl^-t.r^itio.-al inp^£ -and process / 
.requi^eniertts: .in Sectl^^ Ul 'of ^hc Act, it is stiT^ed that^ 
\reatnen;tV S;er3icc^-and4bilitation should be^ designed^ ^ ^ 

-ma^ii-ize the 4evllP^:^l pot'ential" of^^he. person . ^ In turn, 

■ seotion'204 requires that , the reconun^ded standards l;e-"b^^d 
uf.on 'performance criteria! ^r measuring and x^valua^ng .the . 
developmont^l.pro;^ess of persons with deveiopmcntal disabilities 

^Thus'. a "second n-ajor/proj^ct 'task *as to select reliable 
„,easur^s of . thg .develop;.ent^l pr<?gress "Snd the.o-'ve^aU wall- 
being of persons with deveropme^nt^ disabik*ies,^and then to 
design n«.del outcome standards afx^un^ thSse measures. • 

The use of outcoL standards for human^ervices quality 
Issurarce is so rare, however^ that\hc foa.si^ility of this 
oWtcome-based approach was UnJcno^i^. a^the outlet of the study ..^ 
A crltdcarre^iew of the stat.-^S-th^-t outccme-bascd . 
quality assurance in other human services, and of behavioral . 

■ ,s8essn,^nt in the field of developmental disabili^os, was 

; therefore undertaken. - Our -conclusion was th a t_ outcome m^anure- 
ment i»,*in fact, feasible^ and that outcome'standards^^^hould 
piay*a significant role in quality assurance of services ar^ 
y p^gr^ms fo; persons with developmental.disabilit.es. Outca>n.e^ 




^ standards for use ih cpnjupction with the model input and ^ 
process standards were S:hu8 also developed. \ ^ 

' Finally, our project required us to delign a model 
quality aasuratico mechanism. \' By this we meSn- a set oh- 
administrative , procedures whic^h will, enable States to require, 
^ encpurbge^or assist ^irvice providers to maintain {or at least 
to 'take steps toward achieviip^) certain l^els of. quality as 
expressed^ a set of pre-^es^ablish9d' standa^d^ "\our coi?cem 
.here was tg'des^-gn ^a ijiec^anism that would be^H^tive, 
efficlmt and <tquitible when wl%h the model standards. 

-Oir'mfethods, our findingsland our reJ^endatior^s with 
reAec :^'both standards an(? quality assurance mechanisms 
.ar^ii^scrZbed in fconjBi€era*)le detai;. in a series of ;:eports 
prepay (d ?or the Developmental Disabilities Office. ^ All' are J 
availaDle for you^ examination. Thereforo, my purp6se& ip thl 
next-'f 2w-«i^utes. is simply t6 f urt^iep ^ighl ight the key 
findings and recommendations resulting, fmn our study. 
REV IE' 



AND.EVAL'UATyON OF IsXISTING .STANDARDS 



order to obtain an objective evaluation of exist ing 
^stand^rds, GSS staff and a group^of expert^ in the fielc of 
d^vQjopmentf&l disabilities devis^ed severa'l. precise judgment 
fC^les, addroesing Such issues- as reliability, practicality 
of use, and susceptability to actiort, *smong Others. The kiost 
important issue, however,. wa« valic^ity ~ whother or%ot-^h 
^staodara .in question was a valid predictor of one or more 
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of the %hTee itnost desired outcctoes: increased skill^evelB 

or the achiWement of adaptive be^viors by the individual (s) 

'-^^ ' 

receiving services; more normalized patterns of daily living; 
and enhancement of individuals' basic human rights, including 
protection from neglect and ^buse. ^ I ^ 

Nine experts in the field of developmental disabilities - 
•state program administrators, direct senj^jre providers, per- 
sons on the staffs of -University Affiliated Facilities and 
other^,»- used this detailed ev^uation protocol under tho 
supervision of GSS iBtaff to individually appraise each of 



several hundred standards culled from the liter^ure. The 
experts' ratings led u& to the conclusion that,whx<!^ the 
vast majority of existing standards express worthwhile senti- 
ments and recoiimend useful .practices , they arc nonetheless 
beset by recurring -defec*ts that limit their usefulness in 
quality assurance activities. These defects - lack of 
measurability, lack of relevance / lack of objectivity and lack 
of sensitivity to contomporary coqceptys of hunan services - 
generally render existing standards arr.biguoun, obscure or 
simply inappropriate- ^ * 

MODELS li^PUT AND PROCESS r>TANDARDS 

Our next task, then, was to dcjjign a set of input and . 
process startdards which incorporated *the best features of 
existing standards, but ^(hich also allowed for the ad-Dptation 
''of those -existing standards judged valid but unreliable for 



. • 482 - * . , ' 

quality assxirance. New stand^rd^ were also created where none, 
existed. The result is a set of standards that, as far as 



we can. now tell, is comprehensive, valid and technically 
reliable. .-^ 

■ ' * ' *' 'i- '^ v i 

"^Despite its comprehensiveness, our list of model 
sttandards is short. Most notably, there are no standards with 
respect tO' staffing levels (ratios of staff to population 



:t tO' staffing levels (r 
J) , \taff qualifications 



service delivery. We have found, quite simply, ^that there 
is no consistent warrant -either empirical justi f icaUion or 
proTgssional concensus - i£or such standards . Rather , there 
is widespread belief that such standards tend to foster over- • 
prof ession^lizat'^pn, overprotectiveness, and other excesses 
that can sometimes'work against the best interest!; of persons 
with developmental disabilities. * / 

On^thp other'^and, our" standards are quite Retailed in 
areas that, as we see it, are^directly predictive of desired" 
outcomes. In parf^icular, we have specified in detail the 
minimum contents of, and addressed at length administrative 
procedures for the p^paration of. Individual Habilitation 

.l^a^s - the core of individualized service delivery. We yfriave 
amo proposed nuirierous standards regulat-ing living enviipnments 
and other settings for service delivery, and prohibiting 

^practices that seem to 'most restrict or diminish the rights 
and dignity of persons with dbvelopmental disabilities. • 
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Iir-writing input and process standards, • we have there-' 
fore had to walk between the extremes of ov^rprdtection and 



underattention. We have had to balance between \the intei^ests 



of those who 1(^ed close attention and supervision\and those f 
who need greater independence and freedom of movement. We 
think we have found a vaj.id middle ground. 

MODEL OUTCOME STANDARDS ^ \ • * X 

Our review of outcome me^urement in 'education, health, ^ 
rehabilitation and other huma^ services showed that outcome ^ 
measures are rarely used in quality assurance. In turnf out- 
come standards are virtually non-existent. Thus, most quality ' . 
assurance in liealjth and human servtj^es consists of "peer 
review," a congenial way of saying that colleagues and V ^ 

associates, persons in the same professional organizations, . 

. ^ * * ' * / 

'appraise one another's work. More often'vthan not, vaguely 

worded input find process standards, which do little to inhibit the 

the intuitive conclusions of the appraisers, are used in these 

transactions. " • * ^ 

Our feasibility/ study demonstrated, however ,* that the 

absence o^ outcome ;5t4ndards is not attributable to any defect 

in the concept. Rather, ve, judged that their absence is due 

mainly to a 'small s^t of technical problems (all of which are 

solvable) and a long list of p'rovi<*or objections (most of which 

are groundless) . We concluded, therefore, that there is no 

formal b&rrier to the use of outcome standards in appraising 
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servi^s for persons with developmental disabilities, pro-. 
IHided technically fcocnpetent approaches are 'used. (Technical 
errors and excesses e^id the political resistance forces.) 
Specifically, we believe that outcome standards should be , 
deVeloped for both, developmental growth and normalization of 
living experiences. 

The first outcome category, developmental growth, is 
measured by^ any of the scores of te^d behavioral assessment 
scales or instruments. Of particular%^oncern are motor, 
cognitive, communicative, social, affective and self-help/ 
independent living skills. ' • 

Our model outcome sVandards also include two sets of , 
normalization measures. The first set is used to characterize 
the degree to which persons are integrated into society-at-' 
large by measuring the* degree to which their physical and 
social environments are 4s normal ^s possible.. The secohd * 
set of measures is used to •compare the use of time by persons 
in supervised living situations with the use of time by per- 
sons pf thcr* same^age and sejc in'the general population. 

The difficulty of using^these. jii/:^asures as standards, of 
diurse, is that we do 'not yet have an adequate sot oi norms 
or expectations from which we can estimate how much progrtiss 
or change an^ individual (receiving services)' should experience 
' iI^'a given ^period.' -Our repojt contains several recommendations 
' for creating standards, including the use of time series • 
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analyses, goal attainment approaches (keyed to objectives set 
forth in a person's Individual Habilitation Plan) /Comparison 
group analyses or comparative program analyses. 

In suxiunary, we are ^ satisfied that the problem of setting 
outcbme stanflard^ is solvable in any of several practical ^nd 
understandable ways. We conclude, therefore, that States can 
and should use outcome standards in tKeir quality assurance 
efforts. 

QUALIT^ ASSURANCE MECHANISMS 

Qu^^lty assurance mechanisms are diverse/ and quality 
assurance pr giw i ratipn s have varied purposes. At one extreme, 
there are those origan ligations that view their mission as 
educational. At the Q^her extreme are those agonci^es that 
license and regtilate, that have the authority to impose 
sanctions against poor quality. * 

VJhichever • approach i s" adopted - our preference is for a 
positive, service-enhancing approach vstith sanctions reserved 
for only the worst offenders - there are fundairiGnti^ design 
issues that must be addre^odi ^d a minimum set of implemcnta- 
^ion activities for which administrative procedures must be , 
developed. The quality assurance mechanism we havor recommon^J^ 
presents a" step-b^^tep approach for. th'^tj, design phase as well 
as the implementation phase . Procedures which a quality 
assurance agVncy. could use to^arry out a self -evaluation of 
the ef fectivei^i^s, efficiency and equit/^f its quality 
assurancjg activities are also' suggested! 
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IMPLICATIOHS ^ _ 

The rtodel . standards atjd quality a's^rtnce mechanisms 
developed in^his project have drawn mah>S£avorable' responses 
^ froa State agencies and provid6ts, 3s well as from the ' ^ 
Developmental Disabilities Office. In some instances, organi- 
zations have alread; taker> steps to implement bur rcconu^.nda- " 
tipns on 'their. oWn Initiative. 
■ _ , Nevertheless, a recent end-of-the-pro ject workshop ^ 

ge«erat6d'' clear support for more formal £ol,low-up activities. 
-TWO key reccnunendatiols were the following": L,. — 1 

>V1 that the-Develofinental Disabilities Office proceed 
' without delay to sponsor a project to provide 

technical assistant to five States which v°l»"t-er 
y to field-test tbe model standards and model quality 
assurance mechanisms; the ^t'^l^-test A seen^us a , 
kev step in the further refinement of the model / 
st'andards^the operati^ization of the r>odel quality, 
astCrl^ce mechanisn^^ the identification and y , 

. ^-^lom^tnTf anS^plcr.entation problems which ml^- 

arise; , . • ' ^ -. 

5 that active support of the f icld-tast activities be ' 
sought fr^ ot^^r Federal^agencies and programs which 

■ • -rtif drsa^itt^fs^ir t^rhrpr^h^t-^^^f rogina- , 

€ ■ Lrid-a^t^orof-theTa^; -rlarP^n<^e.irp-iesses 

t'o which- service providers are now subject. 

]. Shall be happy to answer any questions. 
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Mr. Rogers ThanlT.you v€ry mu(9i. Your testimony was interest- 
ing, as we have had-a.lot^f discussion about the oiitcome of stand- 
ards. Dr. Cartef ? ' ' > ^ ^ • • 
Mr. C^ftTER. Thank you, Mr. Chairman." • . ^ ■ ^ 
, ' - K is a very diffiault task, I w©ul^ think, to evaluate thejgt'andards ; 

of qliality assiy:anfce in this particular ai$a. I don't, think you can*, 
^ro)^ct just wliat (the outcome will be on different retSrdates. Cer- 
v^tainly, *4e have hadVexamples of peopltj who had spastic conditions 
y today who are certainly a^ected ih ncTway mei)tally as far as' was^ 
discernible. Measurement ui this ^rea is>ery difficult We can see 
progr^'fes. How you speciftr it to a 'certain -(fegree, a percenta'ge, woifld 
be, it seem^ to me,-ir6ry di^ult. . » 
Thank yotiv Mr. Cnairmaft. ' ' ^ ' 

Mr. Rooi^RS. What do you estimate the cost would be in evaluating . 
someone oftkn outcome basis'? 

Dr. FiNARELLi. That we have not addressed yet.* I can grve^you b. 
couple of examples, however. The State that is doing the nTost*in this 
regard at present is Minnesota. They have developed, at a cost, ac- ^ 
cording to the project director, ^f Appro;ximately $350,0(10, which 
seems a modest cost for where they are so far, a behavioral assess^ 
,mcnt instrument called the'MDPS, or the Minnesota developmental 
programing system, and they have administered that instrument as 
often as three times on an annualTbasis to the rci^idents of all State 
institutions, and many, community residences in Minnesota, so that 
they gire beginning to build up thelongitudinal data base that is a 
prerequisite for setting outcome staittfaras. ' = . . 

California, on the other hand, lias spent an estimated $800,000 to 
$850,000 dosifrning an evaluation system^ which inrlud<»s oivtcome 
measures, JCAH-type facility surveys, and a cost accounting eloment.- 
Tlieir eventual goal is .the ability to. perform cost effectiveness analy- 
ses and to tic in licensing and quality assurance with ovaluatioii. So* 
' there are two fairly wide estimates on the cost o% 'developing an 
outcome-based system. . 

Mr. Rogers. If we were to authorize five demonstration projects, 
as you suggest, what should the fiindinj* be for those five projects, 
somewher6l)etween$300,00D and $800,000 each? 

Dr. FixARELLi. I suppose it depends. Both Minnesota and Cali- 
' fomia designed their own instrument for assessing an individual's 
skills and behaviors. If a State were going to do that, I would think 
half a million dollars would probably be a reasonable figure. On the 
other hand, if a State were willing to* accept an instrument developed 
elsewhere, one could be talking qf $100^00 to $200,000,' perhaps. 
Mr. Rogers. I see. . ^ , 

Dr. FiNARELLl. ThiB proposal- that technical assistance be provided 
was made on the assumption that States would assume responsibility 
for developing this kind of a system on their own, even without Fed- 
eral encouragement or requirements, simply because they are spend- 
ing so much money for developmentally disabled services that they 
should want to know .themselves what the most effective programs 
were. So, at the time the recommendation waff^ade, there was no 
discussion of FederM appropriations. 
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' mJIiogerb. Thank you so irxuch. Have you any mofe questions? 

jfc . Carter. No. - rm, i \ i? ^ 

Mf. RooEJis. We are grateful to you for being here..Thank;yoiNjor 

givingus the results of your study. . - 
!Qr. FmARBCLT. You are welcome. , ' ^ 

Mr. RooiAs. .That concludes our list of witnesses today. The c;om^ 

mittee stauas adjoiitned. : j i \ ^ 

^ [The following statement was received for the record :] ^ ^ 
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The Ni^tional A<i J, i a t J o n of P r I v <•> t o o i ft n t \i I /r ,^ c i I i ^ t o ■- ^ j r 
'th# Mentally RetardyS (NAPRFMR) is composed of ovo^/roJr ^luf•d^l'J 
prhvato p rogratri'j •« h i c h servo nyant.'illy re"t.ir'^od .jndXothi.'r Jov^cljp- 




^mentally dlsjbloJ Indi>^dydls. Membof 
■ care facijitiei r>erving cno or^ t^o -p ^ o p I 
. programs serVi.ng j hundred t^'r mor 

The' NAPRFMR would like to take thi^ o'bp 
sJ- Re p rosen tat I ves Rogers and Carter fgr- fn-trodL, 

/provide' continuing support for The onl v^"^V Jo f I p r > r jm w h i^- p <m 
\^c a I I y ad\|^res so 3 the nee d i, . o f Amo r i c .1 ' 'j no ; r v u i n e r 1 b | e c i 1 1 j r, s . 
Th dso people who j r e severely h j n j i .i p pe d be * r.r o • Mit> y be rirr^u j j I t ^ 
are deprived in special way:i 1.1 Jnd , tJ w a 'i^if p o i n t e 1 J v-i u t in r -n o ''t e j t i - 
mopy of Mr. Ethan E- Ills', from \iM Jer-iuv. "jru not only unjblu tc) 
Speak for themselves', but suffer fr^m t.h 



the ro-:.T ot 



us to adeqiXT^i^ 



ropre'^ont tht 



!^ds . 



?n\l 



- Je f i n i t i o n of ' 't? vf? I a p/e 
NAPRFMR Monbe r b who :ie r ./J u i t.', ■ u if! , 
who dro intetlect'jjil'y rm^ji reO but ni 
" d e ve 1 opmeji t aj I v disabled."* T ho po'^ p I •f h i ^ 
damaged in ^ u I t life. T h « I r n n o !j o r o , i n 1 - 
as people. whose disdbili^y'oriylnjte', prijr 
required under-tho current jo'tlniii ^n. ^■^p 
.need exhibited y •". u l h i j u 1 ^ .> , ' , a ' ■ ■ r " r . 



. ; nd i V i, I 
M i n 1 t i y n .^ f 
■ u s I y b r J i 



r ho ■wjmo 



^ : I If 
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ne^ds of people who ore d I sab I edybef ore'^t h« learning process' 1^ 
/comfrldte.- Our MembVs ^ivo}- the adoption o-f 1*he definition devtel-" 
/ oped In t'h© majorlt/y— report from Abt Associates. We feel tha't this 
^ f unct I doal approa'c'h wit-hout s pad tie mentlcS^ of any special 'segment' 

of thn s I a 1 1 on w fl I result In greater assurances t^at all ^ 

j^people tiho become 4er I ous 1 I sab I ed during their youthTTlI be 
Sei^veiJ by the Developmental pisabilltjes pji^ogram. We fear t*ia4 a 
I f St i ng of '^spec I f i.c d I sorders tend^s" to e I 1 ml nate sorfr^ peop*l o "who 



4> 



hou I d r I gh t f u I I y be served. 



- Prioritization eft Services - 
In its capacity as. a member ofthe Consortium Concern'ed With 
^ the Dove I opmenta I I y Disabled ( CC DO c the NaP'RFMR has been concerned 
w.lth the need to demo^trate the e f t ec t i ve ne s s o f the Developmental 
• Dl sab I I I 1 1 eb Act more clearJy. It was with thls'in mind and~In^ho 
belief t^t the priority areas of community living ar a n geneti t s ; 
nonvocation-al, social develop mfental serv ;-indivIdual -•■lient • 

. management ^bnvices; and infant developmenril services represent 

those * reason which d ev e I c^p me nVa I I y dijsablyd per son-, oxperlon^e the 



greatest, need for Federal assistance. 



belief t h ^ t Q.,t h e r 



needs are more -read! fy addressed by jthj^r Federal ly supp.oVtort 
prQgrams. W^ are strongly supportlvo ot the prioriri:'ati<>n of 
services presented in H.R.tl76/, We feel tha^t although there iG 
a need for ongoing^review a-nd Revision of planning for ,r h i s pDpul. a- 
tlo.n, the^ajor planning has" bee n^Sbm p I o t o d In t (j_o t a t e s and it Is 
time to direct mo re attention t6 the dellvory of service 'j. 
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- Employment oi Hojnd i cajipea I nd I v i auirt ^ . ' 

•■our Members «re most sj^Tp^rtl've of cent 1 n u i ng^r eljw^^e n t s t o r 
, Affirmative action In «,e-hlrlrte ^nd ^fromot i n*. df peoVU who are 
handicapped. ., • 

\ - V ■ .• • ■ ■ 

V ' ^ - - f'rotecti/^n and Advocacy Systems - 

■ ' • Is^^encouraged by the projk^s that Is belng made In 

^PrSt^lon anrf Advocacy Systems within the' States 




•eases In authorization to fund the<ie programs. 

1 * . * 



ate Formula Grants - 



rt the au\ori/THS,on I eveV^^^rov i ded ,for.^tho St 
ram. Tha'lncreas^ In mlnlmyli aUcicatJons fo^t 



1 

State 



We*'also support 

n^V » ^ 1 nc t J o n s f o ^ 1 
St^.es Is particularly Importa'nt. TheWurrent I eve I >f 1 1 50 , 000 
provides tor very little In the _ >biT7^states that are currently 
at that level; A^Jditlonal. f u^d 1 ng w i I I ' be needed so that mo r.e 
•support can to provided tojj^.i t h'^ gaps In service de I i very to t^ I s 
popu^ationj^ . . , . 



- State Planning Council - 
>4APRFMR. also supports the revisions proposed for State Planning 
■Counolhs". The re^;ised composition would provide for greafer consume^- 
► lnvolvemen(t which we fee"? will increase the likelihood that, the 

. Developmental Disabilities program Will address the\reatest needs in 
■the' fl^ld.'we j«ln„fhe National Association for Retarded Citl^ns^ 
" In, requesting that serious consideration be given to flddirtg ^9, 
requlVement that one Of. the representative, of me n t a I I y. i^pa i r ed , 
developmental ly iisa^led Individuals be a relative or, qua r^d i an of 'a 
^er?en.hs'.s, institutionalised. We f i t h a t . i t 'i s 1 c u 1 1 for 

0 . 
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those who do not havo close Invol vtliwnt with the special consider- 
ations I^i^j^l tut^na I placement to adeq ua t e I y a d dre 5 s ^he Issues, 
ifre'bellfve that It Is 1 mp*o rtaf»t for a person wif* h f am I 1 I q^i t v 
to be I nvo I ved lV,^ach State Council. 



I. 



he NAPRFMR wou^d like to thank alJ^ member s of the Su bcomm*! tt 
I ^ ^ ^ 

on HeAlth and the Environment fVar their expressions of concern for 

A * • *S> 

this valnerable population^ We encourage yo^r^ f u^ll s^t^port for 

H.R.II7|64 to assure that 4? rog rams* f o r people who are d ev e I opme n t a I I 

/ ^ » * ♦ 

d^ab^d w I L^i/^mp rove In th^lrv^abllfty t-o serve those in nee'd. 

Whereupon, nt 4:10 p.m., the subcomTnitte6 wai adfoumed, 
ject to the.call of the Ch^.] 
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